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There will be provisions for effective staff and resident participation
and communication, including use of staff meetings and standing
committees. Thc, facility will use a percentage of operating budget for
self-renewal purposes. The findings of. these activities will be dissemi-
aated to staff and consumer representatives. There will be a system of
collection and recording of data describing the population of the
facility.

The facility will have a publicly available description of services
for residents. The facility will provide, by various means, for meaning-
ful and extensive participation in the policymaking.and operation of
the 'acility by consumer representatives and the public.

The facility will establish an extensive public education and infor-
mation program to develop understanding and acceptance of the
mentally retarded and other developmentally disabled in all aspects.
of the community living.

Subchapter III of Chapter I (sections 233-through 239) describes
standards for 'admission and release of mentally retarded residents of
facilities,. These provide that only those-,who can be helped by the
facility's programs will be admitted, and that numbers of admissions.
will not exceed the facility's capacity and provisions for adequate
programing.

Laws, regulations, and procedures for admission, readmission, and.
release will be summarized and alfailable for distribution. The matter`:
of legal incompetence will be separate from the matter of the need for
residential services, and admission to a facility will net automatically
imply legal incompetence.

Before admission, a resideneinust have a complete physical,
tional, social and cognitive evaluation. Service need for each resident
will be defined without regard to the actual availability of all the
desirable options. A retarded or other developmentally disabled person
will be admitted to a facility only when it can be determined that this
would be the best measure for him. When admission is riot the best
idea, but cannot be avoided, this must be acknowledged clearly and
plans must be made to explore alternatives. The primary beneficiary
of the admission to a facility must be clearly specified as the resident,.
his family, his community, society, and several of these. All admissions
are to be regarded as temporary.

A medical evaluation by a 'physician will be made witliin a week of
admission. Provision is made for conic acing and regular evaluations
of the resident and his progress in the facility.

Provision is made for physical inspection of the resident for signs.
of injury or disease prior to and following temporary or permanent
release from the facility. Procedures are described for reporting on the
resident's status at the time of permanent release or transfer from the
facility.

In " event of serious illness or accident, impending death, or .

death, provision is made for informing next of .kin or guardian, and
'. tile following of the wishes of that person concerning religious mat-

ters. In case of death of a resident., provision is made for autopsy, with
permission, for suitable religious services and burial, if,wished, and
for informing coroner dr mediCal examiner, in accordance with law.

Subchapter IV of Chapter 1 (sections 240 through 241) out1;.nes the
personnel policies a resident facility for the mentally retarded or
other deyelopmentally disabled most follow in order to comply with

577



573

56

this law. It provides for a personnel director if warranted, for.a written
description of current personnel policies and practices to be available
to all employees, and for initial screening and regular evaluation of all
personnel.

The subchapter. prOvides that staffing, should be suflic;.ent so that the
facility is not dependent upon residents or volunteers for the per-
fortnanee of productive services. It describes prtwedures under which
residents can be involved in such services. The subchapter describes
procedures for the establishment of an approprigte staff training pro-
gram and the qualifications of the person responsilde for this program,
Also described are provisions for creating relations with nearby col-
leges and universities for advanced training of the facility's staff, for
the use" of facility resources for training and research by the colleges
11111I universities, and for exchange of staff between the facility and
the college, and universit ies

Chapter II lieN;(1cat hiring

The first subchapter of Chapter II ((section 212) describes staff-
Iosident relationships and activities. Staff of the facility's living units
will devote their attention to the care and development of residents
i14 theotmosphere of the living units as follows:

pros Ming sufficient attention to each resident each (lax.;
(2) By training residents in activities of daily living and in de-

velopment of self-help and social skills;
(!; By providing a warm. family- or home-like environment;
,4) By not being diverted by housekeeping, clerical, and other non-

resident-care activities; and
(5) By maintaining. stability and consistent interpersonal ielation-

slps.
Living unit staff will participate with an interdisciplinary team in

the overall care and development of the resident. Provision is made for
evaluation and program plans for each resident to be available to
living unit staff and to be reviewed regularly by the interdisciplinary
team.

Activit. schedules for each resident free of "dead time" of more
than OM' hour anti allowing for individual and group free activities
will be available to living unit staff and implemented daily. Life in
the living unit %yin resemble as nnieh as is possible to cultural norm
of nonretarded age peers. Residents will be assigned responsibilities in
the living unit, and an effort will be 'natty to enhany self-respect and
to develop independmit living skills. Provision must be made for
appropriate out-of-bed and bedroom activities; for multiple handi-
capped anti nonambulatory residents. Residents will have planned
periods of time out doors and will be instructed on how to use freedom
of movement both within and without the facility's grounds. Special
events, such as birthdays, will be observed and provisions will be made
for appropriate heterosexual interaction. Residents' view and opinions
on matters concerning them will be elicited and considered. They will
be instructed in the use of and will have appropriate access to commu-
nication processes, such as telephones and mail. They will be permitted
appropriate personal possessions and the possession and the use of
money.
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There will be provision for the recognition and management of be-
havioral problems in the unit. There will be a written statement,
of appropriate policies and procedures for the control and discipline of
residents. Corporal punishment will not be permitted and residents
will not discipline other residents, except as part of an organized self-
government program. Seclusion in a locked room will not be employed.
Physical restraint will be used only when necessary to protect. the
resident from injury to himself or to others, and not for punishment,
convenience of the staff, o: as a substitute for progl'am. Policies for
the ,use of restraint will be 'n writing and will follow certain guide,-.
lines. Procedures are described for the appropriate use of mechanical
supports, cherni.Atl restraints, and behavior modification programs.

The second subchapter of Chapter II (sections 243 and 244) de-
scribes the standards for food services in the. resident facility. It
provides that. food services meet the needs of each resident and be
professionally planned and nutritionally adequate. It provides for
sti written statement of goals, policies, and procedures of the facility's
food services. A qualified nutritionist or dietitian will be emplo ed
or consulted regularly. The standards require that well-balanced
meals be served to residents three times a day at appropriate intervals
in dining rooms which are suitably designed and equipped. The tood
service of the facility, like all other services, must be designed and
operated to meet the needs'of the residents. Suitable supervision and
systematic training in the development of appropriate eating skills
will be provided. Provision must be made for cleaning equipment and
for handwashing facilities.

Subchapter III (sections 245 through 247) of the second Chapter
is concerned with provisions for clothing of the residents. Each
resident will be provided an adequate supply of clothing i.omparable
to the clothing worn in the community. Provision is made for the
supplying of appropriate clothing to residents with special needs,
such as the multiple handicapped, the nomunbulatory, and the
incontinent. Residents. will be trained and encouraged to choose their
own clothing, select their daily clothing, dress themselves, and
maintain their clothing as independently as possible,

Subchapter IV (section 248) describes provisions for the health,
hygiene, and grooming of residents. Residents will be trained to
become as independent as possible in these matters of personal care,
such as daily bathing, brushing teeth, etc. Staff assistance will be
provided where appropriate, such as helping female residents in
caring for menstrual needs, or in providing toilet training where
needed.

Each living unit will have a properly adapted drinking unit and
residents will be taught the proper use of such units.

Procedures will be established for regular weighing and height
measurement of residents and for the maintenance of suitable records.
Care of infectious and contagious diseases will conform to State and
local health regulations. A physician will review regularly all orders
prescribing bed rest and prohibition of outdoor activities. Such
devices as dentures, eyeglasses, hearing aids, and braces will be
furnished and maintained by appropriate specialists.

Subchapter V (section 249) describes standards for grouping and
organization of living units. These living units will be small enough
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this law. it provides for a personnel director if warranted, for a writ ton
ileseriptiim of (Invent personnel policies and practices to be available
to all employees and for initial screening and regular evaluation of all
personnel.

The subchapter. provides t hat staffing shouldbe sufficient so that the
facility is not dependent tqa-,n residents or voltuneers for the per-
formance of productive services. It describes pnwedures under which
residotsts can be involved in such services. Tile subchapter describes
procedures for the establi,hno,Ist of an appropriate staff training pro-
gram and the qualifications of the poNon responsible for this program.
Also described are provisions for creating relations with nearby rot-
lee-es and universities for advanced training of the facility's staff, for
the use of facility resources for training and research by the colleges
and uni,.ersitics, and for exchange of staff between the facility and
the college; and universities.

chapter IL--Rev'dent Lining

The first subchapter of Chapter TI (section 212) describes staff-
resident relationships and activities. Staff of the facility's living units
will devote their attention to the care and development of residents
in the atmosphere of the living units as follows:

t 1 ) By providing suflinient, attention to each resident each day
(2) By training residents in activities of daily living and in de-

velopment of .;elf-help and Ambit skills;
(:1 ( By providing a warns. family- or home-like environment;
(4 By not being, diverted by housekeeping, clerical, and other non-

resident-care activities; and
rrs) By maintaining stability and consistent interpersonal relation-

ships.
Living unit staff will partivipate

the
an interdisciplinary yarn

the overall rare and devetopment of the resident. Provision is made for
evaluation suld program plans for each resident to be available to
living unit staff and to be reviewed regularly by the interdisciplinary
t eam.

Activity schedules for earli resident, free of "dead time" of more-.
than one hour and allowing for individual and group free activities
will be available to living unit staff and implemented daily. Life in
the living unit will resemble as much as is possible to cultural norm
of nonretarded age peers. Residents will be assigned responsibilities in
the living unit, and an effort will be made to enhance self-respect and
to develop independent living skills. Provision must be made for
appropriate out -of -bed and bedroom activities; for multiple handi-
capped and nonambulatory resident. Residents will have planned
periods of time out doors and will ho instructed on how to use freedom
of movement. both vithin and without the fanility's grounds. Special
events, such as birthdays, will he obserVed and provisions will be made
for appropriate betrrosexual interaction. Residents' view and opinions
on matters concerning them will be elicited and considered. They will
be instructed in the use of and will have appropriate access to commu-
nication processes, such as telephones and mail. They will he permitted
appropriate personal possessions and the possession and the use of
money.
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There will be provision for the recognition and management of be-
havioral problems in the living unit. There will be a written statement
of appropriate policies and proc6dureF; for the control and discipline of
residents. Corporal punishment will not be permitted and residents
will not discipline other residents, except as part of an organized self-
government program. Seclusion in a locked room will not be employed.
Physical restraint will be used only when necessary to protect the
resident from injury to himself or to others, and not for punishment,
convenience of the staff, or as a substitute for program. Policies for
the use of restraint. will be in writing and will follow certain guide-
lines. Procedures are described for the appropriate use of mechanical
supports, chemical restraints, and behavior modification programs.

The second subchapter of Chapter II (sections 24:3 and 2441 de-
scribes the standards for food services in the resident facility. It
provides that food services meet the needs of each resident and be
professionally planned and nutritionally adequate. It provides for
a written statement of goals, policies, and procedures of the facility's
food services. A qualified nutritionist or dietitian will he emploed
or consulted reguiltrly-. The standards require that well-balanced
meals be served to resident, three times a day at appropriate intervals
in dining rooms which are suitably designed and equipped. The food
service of the facility, like all other services, must he designed and
operated to meet the needs of the residents. Suitable supervision and
systematic training in the development of appropriate eating skills
will be provided. Provision must be made for cleaning equiriment and
for handwashing

Subchapter III (sections 245 through 247) of the second Chapter
is concerned with provisions for clothing of the residents. Each
resident will be provided an adequate supply of clothing comparable
to the clothing worn in the community. Provision is made for the
supplying of appropriate clothing to residents with special needs,
such as the multiple handicapped, the nonambulatory, and the
incontinent. Residents wilt be trained and encouraged to choose their
own clothing, select: their daily clothing, dress themselves, and
maintain their clothing as independently as possible,

Subchapter IV (section 248) describes provisions for the health,
hygiene, and grooming of residents. Residents will be trained to
become as independent as possible in these :natters of personal care,
such as daily bathing, brushing. teeth, etc. Staff assistance will be
provided where appropriate, such as helping female residents in
miring for inetistrual needs, or in providing toilet training where
needed.

-Each living unit will have a properly adapted drinking unit a ml
residents will be taught the proper use of such units.

Procedure's will be established for regular weighing and height
measurement of residents and for the maintenance of suitable records.
Care of infectious and contagious diseases will conform to State and
local health, regulations. A physician will review regularly all orders
prescribing -bed rest and prohibition of outdoor activities. Such
devices as dentures,. eyeglasses, hearing aids, and braces will be
furnished-and maintained by appropriate specialists.

Subchapter V (section 249) describes standards for grouping and
organization of living units. These living units will be small enough
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to insure proper development of interpersonal relationships among
residents and between residents and staff. A single unit, including
sleeping, dining, and activity areas, should provide for the hOusing
of not more than sixteen residents, and program groups within the
unit should not exceed eight. Any deviation from either of these 'two
size limitations would have to be justified ,on the basis of meeting
program needs of the residents.

Residential units should house both malrit;Ternale residents inso-
far as this ,conforms to prevailing cultnral norms. Residents of widely
varying age, developmental levels, and social needs will not be housed
together unless this is planned to promote growth and development.
Residents will not be segregated solely on the basis of their handicaps.
The living unit is not intended to he a self-contained program unit,
but shotild be coordinated with activities residents engage in outside
the living unit. Re: idents will be allowed free use of all living areas
within the living unit, with due regard to privacy and personal posses-
,ions. Residents will have access to a private area where he can with-
draw when not engaged in structured activities: Outdoor play and
recreation areas will be accessible to all living units

Subchapter VI (section 250) of Chapter It defines the policies and
practices a the resident-living staff. It stipulates staff-resident ratios
for each of the three shifts in a twenty-four hour day and for each type
of living unit in the facility, so that there is adequate coverage of
residents twenty -four hours a day, seven days a week.

Subchapter VII (section 251) outlines standards for design and
equipage of living twits, so that they are appropriate for the fostering
of personal and socia development, appropriate to the program, flexi-
ble enough to accommodate variations in program to meet changing
needs, and such a to minimize noise and permit communication at
normal conversation levels. The interior design of living units will
simulate the functional arrangements of a home. The subchapter pro-
viA standards for minimum space requirements, and for the design
and- equipage of bedrooms, storage facilities, and toilet areas. It de-
scribes provisions for the safety, ,..anitation, and comfort of the resi-
dent; by ventilation, temperature and humidity control, temperature
of hot water, emergency lighting, and supply of clean linen.

Chapter 3Professional and Special Programs and Services

This chapter (sectios 252 through 254) outlines in great detail the-
various types of professional services that will be available to residents
of a qualified residential facility for the mentally retarded. These pro-
fes-ionI and special programs and services will be provided in accord-
ance with the residents' needs. They may be provided by programs
within the facility or by atrangeents between, the facility and other
agencies or persons. In order to promote normalization, all professional
services will be rendered whenever possible in the community. The
programs and 'services will meet standards for quality of service. Indi-
viduals providing the programs and services will be identified with
appropriate professions, disciplines, or areas of service. Interdiscipli-
nary teams for evaluating needs, planning individualized habilitation
pro rams, and periodically reviewing residents' response to programs,
and revising programs accordingly, will be made up of persons drawn
from or representing the relevant professions, disciplines, or service
areas.
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The standards in the ,ubchapters describing, each type of service are
to be interpreted to menu). that necessary ,ervices lure to be p0Ovided
efficiently and competently, without regard to the protessional identi-
fications'of the person, providing, them, unless only members. of a
.ingle profession are qualified or legall authorized to perfohn the

stated service. Therefore:service; listed under the duties of one pro-
fession may be rendered by member, of other professions who are-
equipped by training and experience to (10 so.leinber; of professional
disciplines must work together in cooperation, coordinated, interdis-
ciplinary fashion I.) achieve the objectives of tbe facility,

Programs and services and the pattern of staff organization and
function wit hin the facility will he focused upon serving t he individual
needs of residents and provide-the following:

(1) Comprehensive diagnosis and evaluation of each resident:
)2) Design and implementation of an individualized habilitation

program to meet 'lie needs of each resident ;
(3) Regular review, evalund , and revision, of each individnal

program, as necessary;
14) Freedom of movement of dividuals from taii. level of achkv,

meta to another, as is warranted; and
(5) An array of tilos, services that will enable each resident. to

develop to his maximmn potential.
Each of the subehavers in Chapter 3 describe; a specific' type of

service. Each subchapter describes the purposes for which t lie service
is provided, describes the types of services that will be available, 'de-
scribes provisions for diagnosis and evaluation, defines qualifications
of education, experience wit h't he mentally retarded and other develop-
mentally :disabled, and professional certification of the personnel
supervising and providing the services, and describes the physical
necessities of space, equipment, and facilities for providing the serv-
ices. The .oecihc services are as follows:

(1) Pental Services, (tiees. 255 unit 256);
(2) Educational Ser7ices, (secs. 257 and 25S) ;

(3) Food and Nutrition Services, (see. 259);

(4) Library Services, (see. 260):
(5) .Medieal Services, (sec. 261);
(6) Nursing Services. (sec. 262) ;

(7) Pharmacy,- Services, (sec. 263);
Is) Physical and Occupational Therapy Services, (sec. 264);

(t)) Physiological Services, (sec. 265);
(101 Recreation Services, (see. 266) ;
(11) Religious Services, (sec, 267) ;

(12) Social Services, (sec. 26S);

(13) Speech Pathology and Audiology Services, (see. 269) ;
(14) Vocational Rehabilitation Services, and (sec. 270); and
(15) Volunteer Services, (see. 271).

Chapter 4-- Becord

Tha first subchapter (section 272) provides for the maintenance of
adcquateJecords for each resident. These re( ords will be used to:*

(1) Plan and evaluate each resident's habilitation program;
(2) Provide a means of communication among all persons con-

tributing to each habilitation program;
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(3) Furnish evidence of the resident's progress ar response to .
program;

(4) Serve as a basis for review, study, and evaluation of the overall,
programs provided by the facility;

(5)1 Protect the legal rights of the resiaents, facility, and staff";
and

(6) Provide data for use in research and education.
-All records will be sufficiently detailed to meet these needs and will

be legible, dated, and authenticated. .

The second subchapter (section 273) lists type:4 of inform ion that
will be included in the content of each resident's record, inid-Provides,
that certain items be recorded at time of admission, within one month
after inlmission, during residence, at the time of discharge from the
facility, and in the case of death.

The third subchapter (section '174) de;Cribes procedures that will
be followed to assure confidentiality of records.

The fourth aubhapter (section 275) provides for the maintenance
of an organized central record ;,,ervice for the collection and dissemina-
tion of information regarding residents,

Subchapter 5 (section '476) dekribes the types of statistical records
.

that will be kept by the resident facility and provides that statistical
data will be reported to appropriate }ederal and other agencies e.s
requested.

The sixth subchapter (section 277) describes standards for 1`7,:uffi-

ciently qualified records personnel, supervised by a qualified individual,
and provided with adequate space, facilities, equipment, and supplies.

Chapter 5----Research

This chapter (sections 278 through 281) provides standards for the
encouragement of research, review of research proposals, conduct of
research, and the reporting of research results.. ...

-Chapter 6Safety and Sanitation

The first subchaptey (section 2S2) describes safety requirement§ for
resident fitcdities for-the mentally retarde4 and other developmentally
disabled persons. There is provision for adequate exits, exit doors and
ramps, and for handrails on stairways. There must be documentation
of compliance -with State and local' fire_ safety regulations. Each
facility must have plans and procedures known to, and reviewed with,
staff, for meeting potential emergencies and dimsterA Evacuatien
drills will be held quarterly, Each facility will maintain an adequate
active safety program. All buildings and facilities will be designed and
constructed to be accessible to the physically handicapped and the
nonambt.latory. Paint used in the facility will he lead free and provi-
sion must be made for emergency auxiliary sources of heat.

The subchapter on sanitation (sec. 2S) requires each facility to
have documentation on compliance with sanitation, health, and en-
vironmental safety codes of State or local authorities. It requires
adequate procedures for the holding, transferring and disposal. of
waste and garbage. It provides for the availability of hand washing
facilities And for the provision of insect, screens where needed and for
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adequate janitorial equipment and storage space in each unit of the
facility.

Chapter 7-7Administration Support Services

The Mque(' (sec. 284) describes standards for the provision of
adequate. modern administrative support to metti, the needs of, and
contribute, to, program services for,tesidents, and to facilitatt attain-
ment.'of the goals and objec.;tiM of the facility. It provides for a
qualified administrator to super-vise the-se services and for adequate--;".

,office space, facilities. equipment. and upplies. ,

Part 1)--- Standards.for Community Facilities and A.enties: Programs
for Mentally Retarded and Other Persons with DerelopMcntal
bilities

Subpart 1 --Individual support system
Section 285 (Case Finding).Pescribes the meaning of "case find-

ing" for the purposes 'of this part and requires facilities and .a.:,,encies
receiving Federal assistance under the.act to establish written policies
for such a program; designate a staff member to monitor and follow
up the. process, maintain e'v'idence of its case finding activitietRin, the
area;; of identifying persons in need, locating services, and assisting
them in entering the serviCe delivery system; alerting relevant agen-
cies and individuals to the importance of early detection and of their
role as case finders: coordinating such activities Vieh those of relevant
agencies and practitioners; and reaching out to meet expressed or
unexpressed needs of the inarticulate

.Section .286 (Entry into the Service Delirery System).Describes
provisions for entry into the service delivery systern,including a
definition of the meaning of the term'as used in this part.

Facilities and agencies receiving assitanb-under the act shall
(I) Establish written policies regarding entry prqcedures, stipulat-

ing that persons are accepted for such services without regard teethnic
origin, .sex, or ability to pay and without regard to the ability of the
facility or agency to provide direct services;

(2) Obtain, provide or coordinate any services needed to facilitate
entry, including assurances concerning arrangement of hours of oper-
ation to enable accessibility for total family units accessibility of
responsible staff members, transpottation and home visits if necessary,
and identification of available sources of funding for person and
family: z

(3) Serviee, at point.of referral, any f011owup required to facilitate
entry into the system, and such facility or agency shall obtain needed
information to determine appropriate referrals, may use recorded
information to make appropriate referrals, and shall have policies and
procedures defining con#tions of discharge and procedures for reentry
if needed; and

(4) Insure annual evaluation of the entry procedure, such evalua-
tion to include maintenance of a log of requests for information and
other matters, the data from which log to be reviewed as a basis for
planning, evaluating, anti modifying the role of the facility or agency
and as.a part, of the community Coordinating process, that suchsdata
is shared with other agencies for appropriate use in such a way as does
not reveal the identity of the individuals.

ft
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Section 287 (Follow-Along. Services).Defines the term "follow-
along" as used in this part and requires affected facilities and agencies
to provide follow-along services as.needed; educate persons to seek
such strvices when needed tel enhance their independence ;and provide
each person served a specific point of contact in order to receive sugll
services. .

Each facility or agency, together with others, shall identify each
person's follow-along agency, to promote efficient service and reduce
duplication of effort. The person and his familymust be informed
of procedures for erminatmg and reentering

the follow-along service assists
reenterino such a program. 'Flue

facility or agency list insure tha
with transition to a hew service, as necessary; that the right CO privacy
is not violated,; and that the person's status. ,is recorded at least
annually. A facility or agency prdviding such service may have access
to appropriate information in the lerson's records.

Section 288 (Individual Program Plan).De-fines the individual
program plan and irequres affected facilities and agencies to insure...

thliffeach person has an IPP. The section further describes what the
IPP contains and how it will be used.

Section 289 (Program Coordination).llefines program coordina-
t;owas it is usedtin this part and requires that facilities and agencies
receiving,assistance under the act to insure that eimh person served
is assigned a program coordinator.to implement his IPP. The section
further' describes the duties and responsibilities of the program
coordinMor.

Section 290 (Prlective Services).Requires each State receiving
assistance under the act to establish a system of continuing legal and
social protection to rifo'nitor programs and assist persons in, Securing.
their rights and entitlements. Each State is directed to provide adyirce
and guidance to persons and to actively intervene in social and legal
processes, if necessary.

In providing the protective services function, each State must
insure that ......-

.(1) Thi, protective services function is independent of the direct
services; .

(2) The services programs of each facility and agency are monitored
to assure the receipt by each person Of all entitled benefits, services,
and rights;

(3) Services are provided in congregate living situations, as well as
to those living alone or in families; .

(i) Protective intervention is provided in cases of abuse or neglect ;
-,(5) No 'right of a protected person may be abridged without due

process: .
,

(6) There is provision for periodic review o'r need to abridge rights,
and for restoration if justified;

(7) Each facility and agency shall participate in education law
enforcement agencies and local bar association concerning retardation
and developmental disabilitievind their special needs and shall make
resources .iivailable to law enforcement officials if such persons are
subject to arrest; questioning, or detention;

(8) Each facility and agency shall work with Wcoals 'and courts
in establishing a system fbr processing the develoientally disabled
offender providing recognition of diminished responsibility and a
mean of avoidicig unnecessary or undue confinement; and
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(9) Each facility and agency shall instruct each person served
concerning the law, how to obtain assistance if arrested, and shall
provide those with communication problems with means of
pientification.

Section 291 (Personal Advocacy Serrices).Define personal 'advo-
cm y services and requires each facility and agency providing such
services to

(1) Identify persons needing advocates;
(2) Use volunteers as adVocates;

.

(3) Assess ability of each of such advocates to perform competently ;
(4) Provide assistance to advocates, and secure such 'legal and pro-.

fessional services as, are needed;
(5) Mediate assumption of a legal role by an advocate; .

'(6) Evaluate performance °()f. the advmrate and the adeqnacy,and
effectiveness of the program at least quarterly ;

47) have written procedures for terminating advocacy service:
(S) Solicit recommendations of advocates and persons respecting

expansion or modification. of advocacy services;
(9) Publicise the program; and

0(10) Prepare and .publish material to orient and train advocates.
The Section further describes the functions and responsibilities of

a personal advocate.
Section 292 (Guardianship Services).Describes guardianship

services and reqtlirs.each facility and agency assisted under the Jct
t o

(1) 'Assist the person, family and court in determining need for
guardianship;

(2) Assist the person, 'family-, and court in assuring that a qualified
r.cmardian is available;

(3) If State law provides for corporate,gnardianship, assist in
establishing procedures to eliminate conflict interest; .

(4) Assist the guardian in understanding mental retardation and
other developmental disabilities, and in fostering increased hide:
pendence in the ward;

(5) A;sist-guardians t? become more effective; and ..,

(6) Work with the person, family, and court to instill, due process.
In cases in which a guardian is compensated, the facility or agency'

must demonstrate efforts to insure that such compensation is in ac-
cordance with duties performed, rather than based on income or if4:ets
of the ward and that no person is denied services due to inadequate
resources . .

The agency shall assist the person or family, and the court in assur-
ing that procedures are available for continuation or reestablishment
of guardianship upon attainment of majority, or for the person who
otherwise needs guardianship. - ..

Further the agency shall assist the person, or family, and attOrneyTh
utilization of property management devices tsuh as wills and trust!:;,
educate the community concerning availability of such services, and,
if such services are not available, the facility or establishment shall es-
tablish them.

SApart 2Agency Service. Components
Section 293 (Purpose). Directs the program coordirLior to assist

in ca rying out the IPP by ,elective use of available direct services..
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Each facility and agency supplying services must make public a state-
ment of the services it provides, and must demonstrate a willingness to
Modify services in relation to other services, and in response to com-
munity planning processes.

Each agency shall be evaluated on the basis of specific services it
provides. Each ofthe service components described in this subpart
shall be available within the service delivery system of each State.

Section 294 (Individual Assessment). -= Defines individual assessment
and requires each facility and agency receiving assistance urirl'!,r the
Act to

(1) Provide or procure assessment services, identify those arePs in
which it is clotnpetent to offer

assessment
services, and have written pro-

cedures for referring,The person to other agencies for such services it
does not provide;

(2) Include in each' individual assessment, in providing data for
the IPP, comprehensive assessments of development;

(3) Provide, through an interdisciplinary team, a comprehensive
medical examination and ot4er specialized assessments, where needed ;

(4) Insure that all State licensure, certification, and registration
laws regulating professional disciplines are observed;

(5) Assign responsibility for synthesizinc interpreting, anOrtilizing
results attire various assessment components;

(6) Insure thftt the assessment is adapted to differing cultural back-
grouhds, languages,, and ethnic origins;

(7) Insure that assessment data are recorded in terms that facilitate
clear communication;

(8) Insure that each assessment identifies symptomatofogy and
etiologies, where possible, of problems or disabilities; and

(9) Insure that the assessment process identifies all available alter-
natives for selection of needed services establishes a focus of respon-
sibility for such services, and that (he process involves the person and
family and thrit they are advised of the findings.

A preliminary individual assessment must be completed within 30
days of entry, and reasses*ment moist be provided in significant inter-

-Vats thereafter, and repottsirtay be sent to other facilities or agencies
providing services with written permission'

Section 295 (Attention, to Health Needs).Provides for attention to
heaTth needs, and directs each facility and agency'gency receiving assistanceto

(1) Have procedures for early detection and -remediation of special
health needs;

(2) Provide or procure health assessment for each person, at regular
intervals, at least annually;

(3) Provide for detection, diagnosis, and treatment of senSorinlotor
defects;

(4) Provide or procure corrective or prosthetic devices as required,
lm* with provision for reevatuatioa and changes as needed and

struction to parents and staff in use and care;
(5) Provide or procure home health services;

'(6) Insure that special health needs are met by generic commu-
nity resources;

(7) Provide health supervision, for disabled children; that cOnforms
to the latest edition of American% Academy of Pedtric standards;
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(8) Provide,nutritional services
(9) Provide services to develop functional oral systems;
(1C) :lave written policy regarding administration of medication

used by persons served and written policy specifying medical emer-
gency procedures;

(11) Insure that each person requiring medication receives appro-
priate supervision, including evaluation and monitoring and labora
tory, assessment ;

(12) Have policies and procedures for dealing with infectious and
contagious diseases;

(13) Include in inservice straining programs instruction in handling
of convulsive disorders, to be given to all personnel who work with
affected persons; and

(14) Make available family .planning and genetic counseling
services.

Any faculty or agency not providing specialized health services must
tirefer persons and families to appropriate agencies and follow up such
referrals.

Section Z96 (Attention to Developmental Needs).Provides for
attention to developmental needs and directs that effective programs
be based on a developmental model with certain specified assumptions
regarding the nature of development. The section describers the objec-
tive of services in developmental needs. It further directs each facility
and agency to make available attention to developmental needs to
every person served. Basic objectives of such a program are described.

Each facility and agency receiving assistance shall
(1) Assist in initiating developmental program beginning in infancy

continuing throughout the lif.span;
(2) Insure that its program is determined by individual needs and

not contingent on age or time restrictions;
(3) Implement in each person's IPP the progressive steps and goals

to be attuned;
(4) Define responsibilities of both agency and family as they affect

attainment of objectives, and the communication mechanism;
T5) Provide or pro-cure formal education and training services at all

levels;
(6) Insure that the objectives of education and training programs

are related to long-range goals ;
(7) Insure that education and training programs meet established

State standards and that instructional techniques, physical settings,
and materials are appropriate;

(8) Identify programs and services available from other sources;
(9) Document the person's participation in selection of alternatives

relating to activities of daily living; -
(10) Prohibit the use of corporal punishment, verbal abuse, and

elusion; and
(11) Have a written policy defining use of behavior modification

nrograins, staff members who may authorize their use, and mechanism
ten monitoring and controlling their use.

Persons shall not discipline other persons, except -as part of an
organized self-government program conducted in accordance with
written policy.
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Section 297 (Sensorimotor Dtvelopmentl. --Defines motor develop-
ment and describes the type of sensorimotor development program
each facility and agency must provide, including inclusion in each
IPP objecttveA relating 10 such development, speeifi programs
directed to nonambulatory incliyiduals, individually prescribed
sensorirnotor development activities, direct or eonsuiting services
froM professionally qualified persons, and functional integration of
sensorimotor activities and therapeutic interventions in other pro-
grams that it provides.

Section 298 'wain na;cati cc Development). -Defines communicatiVe
development and describes the type of program each fai';ty and
agency must provide in communicative development inclusiiq fire
IPP, appropriate training, specialized service opportunities for use
of functional skills in daily living, and instruction in the availability
and use of all forms of communications media.

Section Z9.9 (Social Development).Defines social development and
describes the type of program each facility and agerwy must provide
in such development inclusion in thi IPP, development of culturally
normative behavior, activitiO' for interaction outside the training
program, programs in grooming and safety, a program fonthe family
to encourage independent functioning,, and counsel for person and
family con('erning cmiflicts and how to handle them.

Section 299.1 (Affective Development).Defines affective develop-.. ment andAeseribes ne type of program' each facility and agency must
provide in this area of developmentinclusion in the IPP, develop-
ment of expression of appropriate emotional behaviors, the limper
environment conducive to development of positive feelings, develop-
ment and enhancement of self concept, at variety of experiences to
-develop interest and appreciative of esthetics, and specific training.
objectives for changing maladaptive behavior into more atiatp'i\N
beha vior.

&et;on 2.991? 'ogn ;tire riloptnent).-- Defines cognitive develop-
ment and describes the type of program each facility and agency must
provide in such developmentinclusion in the II'!', help for parents
in fostering cognitive development, initial activities in development
of cognitive skills, opportunities for alternatives leading to independent
action..

Section 299i' r St criers to Sq pport Ernployme n and 1.1*(wk).----Describcs
required services to support employment and work. Each facility and
agency shall

( I) Include work objectives in each IN':
(2) Provide opportunities and alternatives in vocational training,

and retraining:
:1) Integrate work and employment program with the community:

(4) Provide materials for productive work at the person's plac. of
residence, when in his hest interest ;

(5) Provide support in more constructive'use of le;sure time:
(t) Maintain contact with advocate, guardian, fan ily or others to

evaluate work expectations and performance;
(7) Maintain documentary evidence of production level earning,

rate;
0,1 Insure that persons who are paid for productive work arc pro-

vided other appropriate benefits; and
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(W: Utilize definitive time study Procedures and competitive bidding
practices.

.Sroion 221)1) (Recreation and 1, iNnre).----Defines recreation and
describes types of recreation and leisure activities that each facility
mid agency shall provide--

( 1 ) Ac chit ies that are designed to allow the person to choose whether
or not to participate and to choose the type of activity ;dcvelop skills
and interests leading to effecti'Ve use of leisure time, provide opportu-
nit4is for success, experiences Lhat develop social, interaction, activities
that promote health, and individualized therapeutic activities for al-
leviation of disabilities and prevention of regression;

(2) Planning and organization of recreation programs and activities
inciudinr. specific objectives for each person, based on his 1PP, assess-
ment. of abilities and performance level, to determine 'appropriate
ty pes of qicreation activities, .gy,uuping according to wishes and abil-
ities, :election of method of presentation according to abilities, com-
innniation and ,coordination with other agencies for wider opportu-
nitie, participation with nondisabled persons, and parent and family
edu,ation concerning leisure time activities;

(.( Recreation activities to persons served by other agencies, anal to
others not served by any direct program, through daytime activities;

i-t; When generic community programs are not available to the
disabled, initiate action to make such programs available;

(5) Insure that recreation programs are available to severely and
nudtiple disabled persons; and

(t.,) Keep the population that it serves informed of all recreation
opport unitieX

c(;ort SAE. ( Related Serricr8).De fi nes family related
services and directs that all services provided to petsonS must include
cons-ileratikin and involvement of his family, and the special needs of
the family must be recoanized. Fancily members must 1w recognized.
Family members must be assisted in understanding the impact of dis-
ability and the person and their relationships with hint, and to mobilize
their strengths in coping with the disability. Instruction in facilitating
development of the person, including training in management tech-
niques, ,halt he provided.

2:..9F (Horne Training SH-rices).----Defines home training
semi, es and provides that each facility and agency shall--

II t Provide home training services through as home trainer who
std(' develop with the family a proiirain that is as component of the
1 PP md is carried out in the home; instruct the family how to carry
out the program; provide for family use of specialized materials, pro-
vide information of developmental disabilities and developmental pat-
terns. develop methods (4 assessing assets, liabilities, i'nd level of per-
formance; assist person and family in incorporating various therapies
into the daily re,inie coordinate the persons activities with serywes
del: eyed by others; demonstrate special procedures; help adapt home
equiiinitint; help t he family make or identify resources for obtainin7
spe..i.!ized equipment ; assist with special clothing adaptations; and
provide continuing support and assistance;

t2.! Coordinate its effort,: with other agencies and services involved
with the person and family and if home trt.ining, services are not avail-
able the facility or agency shall initiate them,
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Section 22.9G (Homemaker Services). Defines homemaker services
and directs each facility and agency to insure that--

(1) Homemaker services shall be available when,needed:
(2) The homemakers shall teach appropriate techniques of home

managemen t ;
(3) ,The .eneaker's special skills shall be sufficient to meet a

variety of . .y emergencies, including relief in a crisis;
(4) Evalo,.tion of the family's needs are to be made prior to place-

ment of a homemaker, and shall continue after such placement;
(5) The homemaker shall be apprised of the family situation prior

to entering the home;
(6) The homemaker shall be prepared to assist with the train-

ing program of the person, so that he may remain in the home; and
(7) If homemaker services are not available, the agency shall

initiate them.
Section 29911 (Respite Care).,Defines respite care and describes

the type of respite-care program each facility and agency shall pro-
vide= day and night respite care service; identification of other
agencies that provide such care; written plan for retirement, selec-
tion, training, and evaluation of persons providing such care; moni-
toring of such services to insure continuity with normal living pat-
terns; and initiation of such services when not available.

Section 29.91 (Sitter Serv'ices).--Defines sitter services and describes
the type of sitter services program each facility and agency must
providesitter services available on hourly or weekly schedules; writ-
ten plan for recruitment, selection, training,_ and evaluation of sit-
ters; insurance that sitter personnel have specialized training and ex-
perience in the- management of disabled persons; if the affency does
not provide sitter services, identify sources that do; and if sitter
services are not available, initiation of them.

Section 299J (Family Education Serrice.q).Defines family edu-
cation services and directs each facility and agency to

(1) Provide family education opportunities on to regularly sched-
uled basis and as family needs arise;

(2) Insure that family members have the opportunity to observe the
person in a service setting;

(3) Insure that planned conferences between staff and families are
held on a regular basis;

4) Provide .parent-to-parent coun.F.cliug for newly identified
parents and in times of crisis;

(5) Conduct group meeting for siblings of the disabled:
(6) Maintain a resource library available for use by the family on

the broad subject of mental retardation and other development dis-
abilities; and

(7) Have a planned program for mobilizing and utilizing parent
leadership skills.

Section 299K (Attention to Needs for Mobility).---Defines mobility
and attention to needs for mobility and requires each facility and
agency to

(1) Provide services to increase mobility of disabled persons as
specified in their individual plans;

(2) Promote maximum safety in the use of all mobility devices and
procedures, including inspection at least quarterly of all equipment;
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r
(3) Actively strive to eliminate architectural barriers, modify

equipment and facilities, insuring the use of elevators where indicated,
and the accessibility of restrooms, water fountains, and other facil-
ities;

(4) Shall make driver education available to those who are capable
of learning to drive;

(5) Promote or help establish wneric community transportation
services usable by disabled persons;,

(6) Assist persons in I5ectiring transportation enabling them to have
access to needed programs and services, including transportation after
hours and on, weekends;

(7) Insure that the transportation system is licensed and inspected,
that .drivers are trained and licensed, that it is adequately insured,
and is adapted to the special needs of the persons; and

(8) Compile data concerning persons denied or excluded from
services because of their unique mobility needs.

Subpart 3Community Organization,
Section 29.91, (Purpose).Directs'the service delivery system to be

so organized that each person has services available at time of need,
' and in close proximity to his-home, with one agency or facility respon-
sible for implementing a systematic. method of collecting data useful
for planning and coordinating activities, and making available to
other facilities and agencies current inforthation on the resources
available in the community for serving mentally retarded and other
developmentally disabled persons.

Section 299M (Resource Information and Data Documentation Serv-
ices).Directs the agency identified in sec. 299L to establish a resource
information service to compile and disseminate current and complete
listing of all appropriate resources, referral procedures, and other
pertinent information, and a data documentation service to collect
and disseminate data ttat is useful for planning and coordinating
activities.

A single agency within each community shall provide a centralized
resource information and data documentation service.

Each community whose facilities and agencies receive assistance
under the act shall=

(1) Maintain a resource information service which will be an easily
identifiable point of contact for professionals and agencies seeking
assistance, and which shallAave directories of local resources and
regional and State 'agencies' and facilities; have. standing procedures
for handling information concerning resources and services; have
written polices on standards for Aervices to which referrals are made;
have followupg oii ref4Fal;; analyze referral reports; disseminate
information about activities; work with other agencies and facilities to
improve resource information and referral services; make materials
available for inservice training and community education; and provide
consultation services to support community organization activities;.

(2) Maintain a data-documentation service to coordinate its activi-
ties with those of other such agencies, to minimize duplication of
effort and encourage the use of standardized reporting systems and
which shallcollect data at least yearly from all agencies and facilities
in the system; provide consultation to local agencies in the design
of reporting systems; disseminate data for Community education and
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social, action programs; regularly categorize the reasons that persons
ar'e rejected for service; and report this inform thin to planning aink
coordinating bodies as a means of stimulating; program modification
and development ;

(3) Work with other agencies in the syStem to develop a continuum
of service; to meet all the needs of the disabled; and

(4) Participate in a regular review of the service delivery system
includinY an analysis ofdesign of system and agency approach to
problem solving; point efforts to resolve problems in providing services ;
need for integration of ongoing programs within the system, 'den ti;ica-
tion and resolution of conflicting, policies and practices, identification
and resolution of unnecessary duplication or uneven distribution of
services; need for simplification and combination of adinistriliive,
operational, and funding procedures; coordination of data collection
and t ,:e of data to study characteristics and needs of the community ;
and development of standards for personnel selection and perfermane;;
and for program evaluation.

section '9.9N (Coordination).Defines coordination and requires
each facility and agency to carry out certain coordination activities
a written statement clearly defining its'role and function within the
service delivery system; a directory of all other resources within the
system; cooperative-agreements with other components of the systeM;
and procedures for coordination with other components of the system.

Section 2990 (Agency Advocacy).Defines agency advocacy and
requires each facility and agency to carry out certain agency advocacy
activitiesl-participating where appropriate with a coalition of other
agencies in developing a plan for agency advocacy; identifying prob7
terns, methods for resolving them, and strategies for resolving legal
or legislative problems; making its findings and recommendations
known to the public and appropriate governmental bodies: and
encouraging and demonstrating the participation of persons served,
their families, and their advocates.

Section 299P (Community Education and Infolrement).--D( fines.
community education and involvement ancl requires each facility and
agency to

(1) Conduct ongoing community education programs;
(2) Establish a point for collecting and disseminating informatiron,

with procedures for dissemination during a crisis;
(3) Participate in community awareness of the causes of mental

retardation and other developmental disabilities;
(4) Educate general public about available community programs

and unmet needs;
(5) Educate the community by a variety of techniques;
(6) Identify, and conduct information sessions for special audiences;
(7) Conduct educational sessions for public and private officials on

the advantages of normalized living arrangements for disabled per-
sons, to promote zoning ordinances and licensing standards that pro
mote normalization; and

(8) Promote community involvement by a variety of methods.
Section ,e99Q (Prevention).Defines prevention and requires each

facility and agency to
(1) Maintain current information concerning available preventive-

services ;.
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(2) Insure that preventive services are readily accessible, regard-
less of ability to pay ;

(3) Make provisions for providing or pmuring preventive services
for all conditions known to entail-risk;

(4) Have provisions for ongoing child health programs;
(5) "insure that highly specialized preventive services are avail-

able, at least on a regional basis;
(6) Insure that services arc offered to those unaware of their prob-

lems, or unaccustomed to asking for help;
(7) Include current information concerning prevention in orienta-

tion and inservice training programs for staff;
N) Participate with a coalitiow of other agencies in implementing

communitywide preventive activittes;
(9) Provide opportunities for young people and parents to learn

about child development and rearing;
(10) Undertake preventive activities in environmental areas;
(11) Undertake biomedical preventive activities; and
(12) Undertake special preventive services including genetic

screening and counseling and accident prevention and safety programs.
Section 29911 Wan power Develoginent).--Defines' manpower .cle-

velopment and requires each facility and agency to cooperate with
other agencies to assure availability of adequate present and future
supply of qualified personnel through such activities as:

(1) Working relationships between agencies and nearby colleges
and universities to make courses, seminars, and workshops available
to staff; make agency- resources available for training and research,:
permit exchange of staff between agencies and colleges orAniversities
for teaching, research, and consultation; allow students to visit and
observe agency programs, and to participate in field placement super-
vised by agency staff;

(2) Working relationships with other nearby manpower training
centers to provide follow-tip and feedback regarding effectiveness of
programs, identify new manpower training needs, and evaluate man-
power training programs yearly; and

(3) Participating in trainino programs conducted by university
affiliated facilities, where available.

Section 299S (Volunteer Services).--Defines volunteer services and
requires each agency and facility to-

(1) Use volunteers to suppdri and supplement paid staff activities ;.
(2) Follow established policies concerning use of volunteers;
(3) Insure that volunteer participatiOn is open to all;
(4) Insure that volunteer participation complies with all State and

Federal laws;
(5) Insure that such services are available to all
(6) Designate a staff member to be responsible Mr conducting the

volunteer services program;
(7) Maintain accurate records concerning such services; and
(8) Provide a volunteer services advisory committee.,

Subpart 4Program Evaluation
Sert,6n 299T (Program Evaluation).Defines program evaluation

and eeqires each agency or agency to
(1) Have a written statement of its goals and objectives;
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(2) Evaluate its performance against stated goals and objectives
periodically, and at least annually;

(3) Provide for staff, persons, and family involvena nt in the evalu-
ation process;

(4) Measure effectiveness of programs and services in terms- of
progress of persons served;

(5) Have procedures for monitoring of the person's progress toward
objectives in his IPP;

(6) Yrovide for review and modification of objectives, policies, and
practices in the evaluation process;

(7) Where cooperative efforts among agencies exist, provide that
services are evaluated cooperatively;

(8) Have evidence of cooperative efforts with other agencies to
develop a continuum of services to meet all needs;

(9) Insure that the number of persons served is consistent with
needs for service;

(10) Insure- that appropriate alternative and options exist to meet
varied needs; and

(11) Provide funding sources with evidence of accomplishments
and shortcomings..

Subpart 5--Research and Research Utilization,
Section 2P9 U% (Research and LtilizatiOn).Defines research and

research utilization and requires each agency and facility to
(1) Indicate in its stathnent of purposes whether it will engage in

research activities;
(2) Provide written policy concerning purpose and conduct of all

research;
(3) Consult staff members regarding developnient of research efforts

and make available resources and other assistance and insure that liai-
son is provided with each project conducted by outside investigators;

(4) Establish an interdisciplinary research committee to review all
proposed studies;

(5) Establish It human rights committee to assure the protection of
rights and welfare of subjectsund to insure that informed consent is
obtained;

(6) Provide adequate procedures for obtaining informed consent;
(7) Insure that wrii!en or oral agreement by the subject includes

tio exculpatory language to waive legal rights or release the agency
from liability ;

(8) Insure that the indivkpal conducting researrn involving human
subjects is affiliated with or sponsored by au agent y that shares
responsibility for protecticn of the subjects,;

(9) Provide guidelines to deal with emergencies;
(10) Insure that investigators and others ed in research

adhere to ethical standards and obtain or have access to record of
informed consent;

(11) Insure that the principal investigator of each cA !upleted project
conommicates with staff the purpose, nature, outcomes, and possible
implications of the research and that outside researchers have some
obligations relative to staff information and feedback as do agency
staff;

(12) Insure that copies of research reports shall be maintained in
the agency and that the agency assists in disseminating results of
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research to other units of the delivery system, assuring anonymity of
persons and parents;

(13) Have a mechanism to review findings external to the agency,
and to implement such findings to improve quality of services pro-

'vided; and
(14) Cooperate with research and research training programs

conducted by colleges, universities, and research agencies, or by other
qualified investigators.

Subpart 6Records
Section 299V (Records).Defines record and suites that the estab-

lishment.and maintenance of a functional records system shall be an
essential activity of each community service program, such records to
document services provided, action, taken, contacts with those rejected
for service or referred to other agencies, and to be available to parents
and persons served on demand and to record only objective data
observable behaviors.

Each facility and agency shall
(1) Insure that an adequate record is maintained for each person;
(2) Insure that all pertinent information is incorporated in the

. record in sufficient detail and clarity;
(3) Assist the family in documenting its role in implementing the

IPP;
(4) "Insure that the record shall be available to the family and the

person on demand;
(5) Insure that certain specified information is obtained and

entered in the person's record at time of entry to the program;
(6) Insure that within 3 months initial contact, other specified

data are entered in the person's rem-
(7) Insure that record entries during- the period of service shall

include certain specified information;
(8) Insure that the discharge summary shall be entered in the

record within 7 days after termination of services, to incltide certain
specified information

(9) Insure that all information contained in the record, including
that contained in an automated data bank, shall be privileged and
confidential, including certain specified assurances; .

(10) Maintain an organized record system for collection and dis-
semination of information regarding persons served, to be compatible
with an existing community or State system ;

(11) Insure that statistical information includes at least certain
specified types of statistical data; and

(12) Insure that data is reported to appropriate community, State,_
and Federal agencies as required.

Subpart 7Administration
Section 299W (Philosophy, Policies, and Practices).Defines adminis-

tration and requires each agency or facility to
(1) Have a written statement of philosophy stipulating mission,

purpose, and role, such statement to be distributed to staff and avail-
able to others;

(2) Insure that the ultimate aim of the agency is to foster behaviors
maximizing human quality, increase complexity- of behavior, and en-
hance ability to cope with the environment, and in so doing to utilize
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normalization and the least restrictive alternatives consistent with
needs and objectives;

(3) Facilitate integration by making generic services accessible
when appropriate;

(4) insure that the agency and its service delivery unit shall be lo-
cated within, and be accessible to, the population"served;

(5) Regulate services and resources to .those of other agencies in its
communit;;;

(6) Hare a written statement of policies and procedures concerning
the rights of the consumer population that contains certain specified'
requirements;

(7) Have a written statement of policies and .procedures to protect
the financial interests of its consumer population;

(8) Have evidence that views and opinions of the person on matters
concerning him are elicited and considered unless he is unable to com-
municate;

(9) Have a waiting list policy and procedure that provides for in-
terim services and assisted referral services;

(10) Require that services provided by other agencies meet stand-
ards for quality;

(11) Insure that residential services provided comply with stand-
ards under this title;

(12) Have documentary evidence of its source of operating author-
ity;

(13) Insure that the governing body shall exercise general direction
and establish 'policies concerning operation of the agency and welfare
of the persons served;

(14) Insure that the governing body establishes a job description
for the chief executive officer position, including appropriate qualifica-
tions;

(15) Insure that a thief executive officer so qualified is employed and
delegates to him authority and responsibility for management of the
affairs of the'agency in accordance with established policy;

(16) Provide for meaningful and extensive consumer and public
participation in development of agency policies, through certain spec-
ified means;

(17) Be administered and operated in accordance with sound man-
-agement principles;

(18) Have a policies and procedures manual describing methods,
forms, processe$, and sequences of events utilized to achieve objectives
and gdals;

(19) Have copies of laws, rules, and regulations relevant to its
functions;

(20) Have implemented a plan for a euntinuing management audit;
(21) Have a written plan for improving quality of staff and services

reflecting staff responsibilities in establishing and maintaining stand-
ards for services;

(22) Provide for effective staff and consumer Pkticipation and
communication in certain specified ways;

(23) Have a sufficient number of qualified and trained personnel to
conduct programs in accordance with standards in this title;

(24) Provide space, equipment? and environment that is appropri-
ate and adequate for conducting its program;
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(25) Insure that funds are budgeted and spent in accordance with
budgeting, principles and procedures, as specified;

(26) Insure that those acting, On the agency's budget requests have
knowledge of operations and needs, obtained by visitation and ob:
erya:ion;

(27) Insure a full annual audit of fiscal activities;
(2S) 4 nsure that fiscal reports are prepared and communicated

annually;
129) Insure that there are written purchasing policies;
(30) I lave adequate insurance coverage;
(31) Provide that charges for service have a written schedule of

rates and charge policies available to all;
($2) in!.:(tre that fundiaising activities comply with laws and ethical

practices;
Insure .that adequate service!, 14)r personnel administration shall

he iftoyiiled by appropriate means;
(:i4) Provide a statement of-personnel policies and practices that

contains certain specified insurances;
(35) Develop with each consultant and staff member a performance

description of assigned duties-r.to include certain specifieu types of in-
formation;

(.16) Provide a written statement of the agency's policies and pro-
cedures for handling cases of neg,lect,and ;

(:17) Staff sl '11 be sufficient so that the agency is not dependent on
consumer poit:It-ion or volunteers. There shall be a written policy pro-
tecting persons exploitation when engaged in' training and pro-

,z!uctiy) i work, and posons who function as staff shall be treated.and
paid as staff;

(3s) Insure that a staff development program is provided inelud-
ing certain specified otientation and training programs;

Insure the provision for staff to improve their competencies
by certain specified opportunities;

(40) If the agency provides food services, provide it written state-
ment of goals, policies, aml procedures that contain certaintpecified
types of information;

(41) Persons with special eating disabilities are provided with
dia)mosis remediat ion of their Problems:,

(42) Provide when food services are not directed by a nutritionist
of dietitian, that regular consultation with one of .these i)4docutnented;

(43) Provide for posting and filing of the daily menu;
(44) In; -ire that requitpments of the National Fire Protection As-

sociation Life Safety Code, shall be met, with specific, references to
certain specified provisions;

(45) Insure that records document compliance with sanitation,
health, and environmental safety codes of the State or local authority
with primary jurisdiction are met;

(46) Have evidence that it is aware of the provisions of OSHA of
1970;

(47) Insure that insurance minpany written inspection reports and
records are kept on file ;

. (48) Have a written staff organization plan and written procedures
for Meeting potential emergencies and disasters;

(49) Insure that adequate evacuation drills are held;
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(50) Insure that all buildings and outdoor recreation facilities con-
structed eke- December 31, 1974, are accessible to, and usable by, the
nonainbulato,y, and meet all specifications for making bUildings ac-
cessible to the physically handicapped; and

(51) Use lead free paint and remove or cover old paint and plaster
containing lead.

TABULATION OF VOTES IN COMMITTEE

Pursuant to section 133(b) of the Legislative Reorganization Act of
1946, as amended, the following is a tabulation of [oilcan votes in Coin- .
mittee: S. 3373 was unanimously ordered favorably reported by roll -
call vote.

COST ESTIMATE PURSUANT TO, SECTIOli 252 oF -rnE LEGISLATIVE
REORGANIZATION ACT OF 1970

In accordance with section 252 (a) of the Legislative Reorganizatlim
Act of 1970 (P.L. 91 --510); the Committee estimates that if all funds
authorized were appropriated during fiscal year 1975 and the succeed-
ing fiscal years, the five-year costs occasioned by S. 462, as reported,
would be as follows:

AUTHORIZATION OF APPROPRIATIONS. S. 462

Fiscal year-

475 1976 1977 1978 1979

TITLE I
Pt. A:

Renovation and construction
Demonstration, training, and oper-

ational ;rants
Pt. 8:

Planning, provision of services and
construction and operation of
facilities

National council r
Evaluation
Special projects

TITLE II

National council
Assistance to States
Evaluation

Total

6, 500, 000

25, 000, 000

50, 000;000
100,000

1, 000, 000
17, 500, 000

':)
I, 0011, 00

6, 500, 000

" 125, 000, 000

4

85, 000, ORO
100,000

I, 000, 000
20, 000, 000

F1;
1, 000, COO

6, 500, 000

25, 000, 000

95, 000, 000
100,000

22, 500,000

g ;

6, 500, 000

25, 000, 000

100, 000, 000
100,000

25, 000, 000

n

6, 5Q0, 000

25, 000, 000

110, 000, 000
100,000

2 On 000

(1 1)

101, 100,000 138, 600, 000 149,100, 000 156, 600, 000 169, 100, 00

I Such sums.
3 Standard estimate of amount needed by advisory councils is 910040 per fiscal year.
3 The committee estimates that in the first fiscal year $1,000,000 for technical assistance to the Stab's, and such sums as

may become necessary to assist the States in fiscal years thereafter.

Note: 5-yr total of authorizations: 9714,500,000.

CHANGES IN EXISTING LAW

In compliance with paragraph 4 of theTule XXIX of the Standing
Rules of the Senate, changes in existing law made by the bill, as
reported, are shown as follows (existing law proposed to be omitted
is enclosed in black brackets, new matter is printed in italic, existing
lawdn which no change is proposed is shown in roman):

51-713 0 - 75 - 39
600-
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NIENTAL RETARDATION FAiILITIE4 A':0 ( 4MItIUNITY HEALTH (.7ENTERi1

CONSTRUC'ION ACT OF 1963, AS . ANEENDED

TITLE ISERVICES ."_ND FACILITIES FOR THE Mr.N--
,TALLY RETARDED AND PERSONS WITH OTHER
DEVELOPMENTAL DISABILITIES

SHORT TITLE

SEC. 100. This title may be cited as the "Developmental Disabilities
Services and Facilitie.; Construction Act".

* +MOP *

[PART BCeissTarcrrox.,DEmoxsTRATIoN, AND TRAINING GRANTS
FOR UNIVERSITY-AFFMIATED FACILITIES FOR PERSONS WITH
DEVELOPMENTAL DISABILITIES

(AUTHORIZATION ,OF APPROPRIATIONS

[Six., 121. (a) For the 'purpose of assisting.in the construction
(and, the planning for the construction) of facilities which will aid in
demonstrating provkion of specialized services for the diagnosis and
treatment, Aducation, training, or care of persons. with develppmental
disabilities or in the interdisciplinary training of physicians and other
specialized personnel needed for research, diagnosis and treatment,
education, training, or care of persons with developmental disabilities,
including research incidental or related to any of the foregoing activi-
ties, there are authorized to he appropriated $5,000,000 for the fiscal
year ending June 30, 1964, $7,500,000 or the fiscal year ending June 30.
.1965, $10,000,000 e.ach for the fiscal year ending June 30, 19e9, the
fiscal year ending June 30, 1967, and the fiscal year ending June 30,
1968, and $20,000,000 for each of the next five fiscal years through the
fiscal year ending June 30, 1973. Except as provided 'in subsection (b),
the Slims So appropriated shall be itsed for project grants for construe -,
tion of public and other nonprofit facilities for persons with develop-
mental disabilities which are associated with a college or university.

[(-,) (1) Of the sums appropriated pursuant to subsection (a) for
any fiscal year, beginning with the fiscal year ending June 30, 1968, an
amount equal to 2 per centum thereof (orsmaller amounts as the Sec-
retary may determine to be appropriate) shall he available-to the Sec-
retary for the purpose pf making grants to cover not to exceed 75 per
centum of the costs of the planning of projects with respect to fhecon-
sanction of which applications for grants may he made under this
part. Not more than $25.000 shall be tranted under this subsection
with respect to any project.

[(2) Planning grants under this subsection shall be made by the
Secretary to such applicants and upon such terms and conditions as
he shall by regulation prescribe. Payment of grants under this sub-
section shall he made in advance or by the way of reimbursement, as
the Secretary may determine.

[(3) Whenever, in the succeeding provisions of this part; the- term
"Rant", "grants", or "funds" is employed, such term shall-be deemed
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not to include any grant under this subsection or any of the funds of.
any-..such grant./

iDENIONSTRATION AND TRAINING GRANTS

[SEC. 1221 ''(R) For the purposes of assisting institutions of higher
education to contribute more effectively to the solution of complex
health, education, and-social problems of children and adults suffering
from developmental disabilities, the Secreta..y may, in acoordance with
the provisions of this part, maie grants to cover costs of administer-
ing and operating demonstrati )n facilities and interdisciplinary train-
ing programs for personnel needed to render specialized services to
persons with developmental disabilities, including established disci-
plines as well as new kinds of training to meet critical shortages in the
care of persons with developmental disabilities.

[(b) For the purpose of malting gitnts under this section, there are
authorized to be appropriatfd $15,000,000 for the fiscal year entiino.
June 30, 1971; $17,000,000,for the fiscal year ending June 30,1972'1
and $20,000,000 for the fiscal year ending June 3, 1973.

[APPLICATIONS
1 [Snc. 123, (a) Applications for grants under this part with respect
td the construction of any facility may be approved by the Secretary
only' if the application contains or is supported by reasonable- assur-,
ances that

[(1) the facility will be associated, to the extent prescribed in
regulations of the Secretary, with a college or university hospital
(including affiliaied hospitals), or with such other part of,n col-

. lege or university as the Secretary may find appropriate in the
light of the purposes of, this part;

[(2) the plans and specifications are in accord with regulations
prescribed by the Secretary under section 139(d);

[(3) title to the site for the project is or will be vested in one or
more of the;kagencies or institutions filing the application or in a
public or other nonprofit agency or institution which is to operate
the facility;

. [(4) adequate Fnanrial support will be available for construc-
tion of the project and for its maintenance and operation when
completed; and

k(5) all laborers and mechanics employed by contractors or sub-
contractors in the performance of wo4rk on construction of the
project will be paid wages at rates not less than those prevailing
on similar construction in the locality as determined by the Sec-
retary of Labor in accordance with the Davis-Bacon Act, as
amended (40 U.S.C. 276a-276a-5); and the Secretary of Labor
shall have with respect to the labor standards specified in this par-
agraph the authority and functions set forth in Reorganization
Plan Numbered 14 of 1950 (15 F.R. 3176; 5 U.S.C. 133z-15) and
section 2 of the Act of June 13, 1934, as amended (40 U.S.C. 276c ?.

[(b) Applications for demonstration and training grants under this
part may be approved by the Secretary only if the applicant is a col-
lege or university operating a facility of the type described in section
121, or. is a public or nonprofit private agency or organization oper-
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acing such a facility. In considering applications for such grants, the
Secretary shall give priority to any application which shows that the
applicant has made arrangements, in accordance with regulations of
the Sectetary, for a junior college to participate in the programs for
which the application is made.

[AMOUNT OF GRANTS; PAYMENTS

(Sc.tl 124. (a), The foial of the grants with respect to any project
under this part may not exceed 75 per centuin of the necessary cost
thereof as determined by the Secretary.

[(b) Payments of grants ender this part shall be made in advance
or byway of reimbursement, rail on such conditions as the Secretary
may determine.

[RECOVERY

[SEC. 125. If any facility with respect to which construction funds
have been paid under this part shall, at any time within twenty years
after the completion of construction

[(I) be sold 'or transferred to any person, agency, or organi-,.
zation which is not qualified to fife an application under this
plirt, or .

[(2) cease to be ft public or other nonprofit facility for persons
with developmental disabilities, unless the Secretary. determines,.
in accordance with regulations, Mint there is good cause for re-
leasing the applicant or other owner from fix; obligation to con-
tinue such facility as a public or other nonprofit facility- for per-
sons withdevelopmental disabilities,

the United States shall be entitled to recover from either the trans-
feror or the transferee (or, in the ease of a facility Which has ceased
to be a public or other nonprofit facility for perscols withdevelopmen-
tal disabilities, from the owners thereof) an trnour.; bearing the same
ratio to the then value (as determined by the agreement.of the parties
or by action brought in the district court of the United States for the
district in which the facility is situated) of so much of the facility as
constituted an approved project or projectzi, as the amount of tle,
Federal participation bore to the cost of the construction of such
project or projects.

[NONDUPLICATION OF GRANTS

[SEC. 126. No rant may be made after January 1, 1964, under any
proviition of the Public Health Service Act, for any of the fiscal years
in the periOd.beginning July 1, 1965, and ending June 30, 1970, for
vAnqruction of any facility for persons with developmental disabili-
ties described in this part miles:: the Secretary determines that funds
are not available under this part to make a grant for the construction
of such facility.

[MAINTENANCE OF EFFORT
.

[SEC. 127. Applications for grants tender this part may,be.,approved
by the Secretary only if the appliAtion contains or is supported by
reasonable assurances that the grants will not result in any decrease
in the leiel of State, loc1,11,. and other non-F4deral funds for services
for persons with developmental disabilities and training of persons
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to provide such services which would (except for such grint) be avail-
able to the applicant, but that such grants will be used to supplement,
and, to the extent practicable, to increase the level of such funds.

[PART C-GRANTS FOR PLANNING, PROVISION' OF SERVICES, AND CON-
STRUCTION AND OPERATION OF FACILITIES FOR PERSONS WITH DE-

. VELOPMENTAL DISABILITIES

[DECLARATION OF PURPOSE

[SEC. 130. The purpose of this part is to authorize
[(a) grants to assist the several States in developing and im-

plementing a comprehensive and continuing plan for meeting the
current and future needs for services to persons with develop-
ment41 disabilities;

[(b) grants to assist public or nonprofit private: agencies in the
construction of facilities for the provision of services to persons
with developmental disabilities, including facilities for any of the
purposes stated in this section;

[(c) grants for provision of services to persons with develop-
mental disabilities, including costs of operation, staffing, and
maintenance- of faciliuN for persons with developmental
disabilities;

[(d) rants for State or local planning, administration or
technical assistance relating to services and facilities for pe . ns
with developmental disabilities;

[(e) grants for training of specialized personnel needed for the
provision of services for persons with developmental disabilities,
or research related thereto; and

[(f) grants for developing or demonstrating new or improved
techniques for the provisions of services for persons with develop-
mental disabilities.

[AUTHORIZATION OF APPROPRIATIONS

[SEC. 131. to order to make the grants to carry out the purposes of
section 130, there are authorized to be appropriated $60,000,000 for
the fiscal year ending June 30, 1971, $105,000,000 for the fiscal year
ending June 30, 1972; and $130,000,000 for the fiscal year ending
June 30, 1973.

[STATE ALLOTMENTS

{SEC. 132. (a)(1) From the sums appropriated to carry out the
purposes of section 130 for each fiscal year, other than amounts re-
served by the Secretary for projects under subsection (e), the several
States shall be entitled to allotments determined, in accordance with
regulations, on the basis of (A) the population, (B) the extent of
need for services and facilities for persons with developmental disabili-
ties, and (C) the financial need, of the respective States; except that
the allotment of any State (other than the Virgin Islands, American
Samoa, Guam, and the Trust Territory of the Pacific Islands) for any
such fiscal year shall not be less than $100,000 plus, if such fiscal year
is later than the fiscal year ending June 30, 1971, and if the sums so
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appropriated for such fiscal year exceed the amount authorized to be
appropriated to carry out such purposes for the fiscal year ending
June 30, 1971, an amount which bears the same ratio to $100,000 as
the difference between the amount so appropriated and the amount au-
thorized to be appropriated for the fiscal year ending June 30, 1971,
bears to the amount authorized to be appropriated for the fiscal year
ending June 30, 1971.

[(2) In determining, for purposes of paragraph (1), the extent of
need in any State for services and facilities for persons with develop-
mental disabiliti9s, the Secretary shall take into account the scope and
extent of the services specified, pursuant to section 134(b)(5), in the
State plan of so,' State approved under this part.

[(3) Sums al. ed to a State for a fiscal year and designated by it
for construction 1,10 remaining unobligated at the end of such year
shall remain available to such State for such purpose for the next fiscal
year (and for such year only), in addition to the sums allotted to such
State for such next fiscal year: Provided, That if the maximum amount
which may be specified pursuant to section 134(b)(15) for a year plus
any part of the amount so specified pursuant thereto for the preceding
fiscal year and remaining unobligated at the end thereof is not sufficient
to pay the Federal share of the cost of construction of a specific facility
included in the construction program of the State developed pursuant
to section 134(b)(13), the amount specified pursuant to such section
for such preceding year shall remain available for a second additional
year for the purpose of paying the Federal share of the cost of con-
struction of such facility.

[(b) Whenever the State plan approved in accordance with section
134 provides for participation of more than one State agency in admin-
istering or supervising the administration of designated portions of
the State plan, the State may apportion its allotment among such
agencies in a manner which, to the satisfaction of the Secretary, is
reasonably related to the responsibilities assigned to such agencies in
carrying out the purposes of this part. Funds so apportioned to State
agencies may be combined with other State or Federal funds authorized
to be spent for other purposes, provided the purposes of this party
will receive proportionate benefit from the combination.

((c) Whenever the State plan approved in accordance with section
134 provides for cooperative or joint effort between States or between
or among agencies, public or private, in more than one State, portions
of funds allotted to one or more such cooperating States may be
combined in accordance with the agreements between the agencies
in vol ved.

[(d) The amount of an allotment to a State for a fiscal year which
the Secretary determines will not be required by the State during
the period for which it is available for the purpose for which allotted
shall be available for reallotment by the Secretary from time to time,
on such date or dates as he may $x, to Cher States with respect to
which such a determination has not beerffnade, in proportion to the
original allotments of such States for such fiscal year, but with such
proportionate amount for any of such other States being reduced to
the extent it exceeds the sum the Secretary estimates such State
needs and will be able to use during such period ; and the total of such
reduNions shall he similarly reallotted among the States whose
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proportionate amounts were not so reduced. Any amount so reallotted
to a State for a fiscal year shall be deemed to be a part of its allotment
under subsection (a) for such fiscal year.

[(e) Of the sums appropriated pursuant to section 131, such
amount as the Secretary may determine, but not more than 10
per centum thereof, shall be available for grants by the Secretary to
public or nonprofit private agencies to pay up to 90 per centum of.
the cost of projects for carrying out the purposes of section 130 which
in his judgment are of special national significance because they will
assist in meeting the needs of the disadvantaged with developmental
disabilities, or will demonstrate. new or improved techniques for pro-
vision of services for such persons, or are otherwise specially significant
for carrying out the purposes of this title.

NATIONAL ADVISORY COUNCIL ON SERVICES AND FACILITIES FOR THE
DEVELOPMENTALLY DISABLED

[SEC. 133. (a)(1) Effective July 1, 1971, there is hereby established
a National Advisory Council on Services and Facilities for the Devel-
opmentally Disabled (hereinafter referred to as the `Council'), which
shall consist of twenty members, not otherwise in the regular full-time
employ of the United States, to be appointed by the Secretary
without regard to the provisions of title 5, United States Code,
governing appointments in the competitive civil service.

[(2) The Secretary shall from time to time designate one of the
members of the Council to serve as Chairman thereof.

[(3) The members of the Council shall be selected from leaders in
the fields of service to the mentally retarded and other persons with
deVelopmental disabilities, including leaders in State or local govern-
ment, in institutions of higher education, and in organizations repre-
senting consumers of such services. At least five members shall be
representative of State or local public or, nonprofit private agencies
responsible for services to persons with developmental disabilities,
and at least five shall be representative of the interests of consumers
of such services:

[(b) Each member of the Council shall hold for a term of four years,
except that any member appointed to fill a vacancy occurring prior to
the expiration of the term for which' his predecessor was appointed
shall be appointed for the remainder of such term, and except that, of
the twenty members first appointed, five shall hold office for a term
of four years, five shall hold office for a term of three years, five shall
hold office for a term of two years, and five shall hold office for a term
of one year, as designated by the Secretary at the time of appointment.

[(c) It slut]] be the duty and function of the Council to -(1) advise
the Secretary with respect to any regulations promulgated orproposed
to be promulgated by him in the implementation of this title, and (2)
study and evaluate programs authorized by this title with a view of
determining their effectiveness in carrying out the purposes for which
they were established.

((d) The Council is authorized to engage such technical assistance
as may be required to carry out its functions, and the Secretary shall,
in addition, make available to the Council such secretarial,. clerical,
and other assistance and such statistical and other nerti-,ent data
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prepared by or available to the Department of Health, Education, and
Welfare as it may require to carry out such functions.

[(e) 'Members of the Council, while attending meetings or confer-
ences thereof or otherwise serving on the business of the Council, shall
be entitled to receive compensation at rates fixed by the Secretary, but
at rates not exceeding the daily equivalent of the rate provided for.

GS-18 of the General Schedule for each day of such service (including
travel time), and, while so serving away from their homes or regular ,

places of husiness, they may be allowed travel expenses, including per
diem in lieu of subsistence, as authorized by section 5703 of title 5,
United States Code, for persons in the Government service employed
intermittently.

[STATE PLANS

[SEC. 134. (a) Any State desiring t4 take advantage of this part
must have State plan submitted to and approved by the Secretary
under this section.

[(b) In order to be approved by the Secretary under this section,
a State plan for the provision of services and *facilities for persons
with developmental disabilities must

[(1) designate (A) a State planning advisory council, to be
responsible for submitting revisions of the State plan and trans-
mitting such reports as may be required by the Secretary; (B)
except as provided in clause (C), the State agency or agencies
which shall administer or supervise the administration of the
State plan and, if there is more than one such agency, the portion
of such plan Nthich each will administer (or the portion the ad-
ministratIon of which each will supervise) ; and (C) a single State
agency as the sole agency for administering or supervising the
administration,of grants for construction under the State plan,
except that during fiscal year 1971, the Secretary may waive, in
whole or in 'part, the requirements of this paragraph;

[(2) describe (A) the quality extent, and scope of services.
being proyided, or to he provided, to persons with developmental
disabilities under such other State plans for Federally assisted
State programs as may be specified by the Secretary, but in any
case including education for the handicapped, . vocational re-
habilitation, public assistance, medical assistance, social services,
maternal and child health, crippled children's services, and com-
prehensive health and mental health plans, and (L) how fund/
allotted to the State in accordance with section 1',2 will be tided
to complement and augment rather than do:Aicate or rePlace
services and facilitic3 for persons with de,-,iopmental
which are eligible for Federal assistance under such other State
programs;

[(3) set forth policies and procedures for the expenditure of
funds under the plan. NO.ich, in the judgment of the Secretary
are designed to assure effective continuing State planning, evalu-
ation, and delivery of services (both public and private) for
persons with developmental disabilities;

[(4) contain or he supported by assurances satisfactory to
the Secretary that (A) the funds paid to the State under this
part will be used to make a significant contribution toward

607



601

. 84

strengthening services for parsons with developmental disabilities
in the various political subdivisions of the State in order to
improve the quality, scope, and extent of such services; (B) part
of such funds will be made available to other public or nonprofit,
private agencies, institutions, and organizations; (C)-such funds
will be used to supplement and, to the extent practicable, to
increase the level of funds that would otherwise be made available
for tie purposes for which the Federal funds are provided and
not to supplant such non-Federal funds; and (D) there will be
reasonable State financial participation in the cost of carrying
out the State plan;

[(5) (A) provide for the furnishing of services. and facilities
for persons with developmental disabilities associated with mental
retardation, (B) specify the other categories of developmental
disabilities (approved by the Secretary) which will be included
in the State plan, and () describe the quality, extent, and scope
of such services as will he provided to eligible persons;

[(6) provide that services and facilities furnished under the
plan for persons with developmental disabilities will be in accord-
ance with standards prescribed by regulations, including stand:
ards as to the scope and quality of such services,and the mainte-
nance and operation of such facilities, except that during fiscal
year 1971, the Secretary may waive, in whole or in part, the
requirements of this paragraph;

[(7) provide such methods of administration, including meth-
ods relating to the establishment and ,maintenance of personnel
standards on a merit basis (except that the Secretary shall exercise
no authority with respect to the selection, tenure of office, and
compensation of any individual employed in accordance with
such methods), as are found by the Secretary to be necessary- for
the proper and efficient operation of the plan;

[(8) provide that the State planning and advisory council
shall be adequately staffed, and shall include representatives of
each of the principal State agencies and representatives of local
agencies and 'nongovernmental organizations and groups con-
cerned with services for persons with developmental disabilities:
Prorided, That at least one-third of the membership of such
council shall consist of representatives of consumers of such
services;

[(9) provide that the State planning and advisory council will
from time to time, but not less 'often than annually, review and
evaluate its State plan approved under this section and submit
appropriate modifications to the Secretary.

[(10) provide that the State agencies designated pursuant to
paragraph (1) will make such reports, in such form and contai
ing such information, as the Secretary may from time to time
reasonably require, and will keep such records and afford such
access thereto as the Secretary finds necessary to assure the cor-
rectness and verification of such reports;

[(11) provide that special financial and technical assistance
shall be given to areas of urban or rural poverty in providing
services and facilities for persons with developmental disabili-
ties who are residents of such areas;
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[(12) describe the methods to be used to.assess the effectiveness
and accomplishments of the State in meeting the needs of persons
with developmental disabilities in the State;

[(13) provide for the development of a _program of construc-
tion of facilities for_ the provision of services for persons with
developmental disabilities which (A) is based on a statewide
inventory of existing facilities and survey of need; and (B) meets
the requirements prescribed by the Secretary for furnishing
needed services to persons unable. to pay therefor;

[(14)' set forth the relative need; determined in accordance
with regulations prescribed by the Secretary, for the seyffal
projects included in the construction program referred,to in para-
graph (13), and assign priority to the construction of projects,
insofar as financial resources available therefor and for mainte-
nance and operation make possible, in the order of such relative
need;

[(15) specify the per centum of the State's allotment (under
z section 132) for any year which is to be devoted to construction

of facilities, which per centum shall be not more than 50 per
centum of the State's allotment or such lesser per centum as the
Secretary may from time to time prescribe;

[(16) provide for affording to every applicant for a construc-
tion project an opportunity for hearing before the State agency;

1(17) provide for such fiscal control and fund accounting pro-
cedures as may be necessary to assure the proper disbursement
of and accounting for funds paid to the State under this part;
and

[(18) contain such additional information and assurances as
the Secretary may find necessary to carry out the provisions and
purposes of this part.

[(c) The Secretary shall approve any State plan and any modi-
fication thereof which complies with the provisions of subsection (b).
The 'Secretary_ shall not finally disapprove a State plan except after
reasonable notice and opportunity for a hearing to the State.

[APPROVAL OF PROJECTS FOR CONSTRUCTION

[SEC. 135. (a) For each project for construction pursuant to a State
plan approved under this part, there shall be submitted to the Secre-
tary, through the State agency designated pursuant to section 134(b)
(1)(C), an application by the State or a political subdivision thereof
or by a public or nonprofit private agency. If two or more agencies
join in the construction of the project, the application may be filed by
one or more of such agencies. Such application shall sct forth

[(1) a description of the site for such _project;
[(2) plans and specifications thereof, in accordance with regu-

lations prescribed by the Secretary;
[(3) reasonable assurance that title to such site is or will be

vested in one or more of the agencies filing the application or in
a public or nonprofit private agency which is to operate the
facility;

[(4) reasonable assurance that adequate financial support will
be available for the construction of the project L.id for its main-
tenance and operation when completed;
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[(5) reasonable assurance that all laborers and mechanics em-
ployed by contractors or subcontractors in the performance of
work on construction of the project will be paid wages as rates
not less than those prevailing on similar construction in the
locality as determined by the Secretary of Labor in accordance
With the Davis-Bacon Act, as amended (40 U.S.C. 276a-276a-5) ;
and the Secretary of Labor shall have with respect to the labor
standar& specified in this paragraph the authority and func-
tioi set forth in Reorgiinization Plan Numbered 14 of 1950 (15
F.R. 3176; 5 TJ.S.C. 133z-15) and section.2 of the Act of June 13,
1934, as amended ,(40 U.S.C. 276c); and

[(6) a certification by the State agency of the Federal share
for the project. .

[(b) The Secretary shall approve such application if sufficient
funds to pay the Federal share of the cost of construction of such
project are available from the allotment to the State, and if the Secre-
tary finds (1) that the application contains such reasonable assur-
ances as to title, financial support, and payment of prevailing rates
of wages and overtime pay, (2) that the plans and specifications are
in accord with regulations prescribed by the Secretary, (3) that thb
applica,tani is in conformity with the State plan approved under this
part, and (4) that the application has been approved and recom-
mended by the State agency and is entitled to priority over other proj-
ects within the State in accordance with the state's plan for persons
with developmental disabilities and in accordance with, regulations
prescribed by the Secretary. .

[(c) No application shall be disapproved until the Secretary has
afforded the State agency an opportunity for a hearing.

[(d) Amendment of any approved application shall be subject to
approval in the same manner as the original application.

[WITHHOLDING OF PAYMEN1'S FOR CONSTRUCTION

[SEC. 136. Whenever the Secretary, after reasonable notice and op-
portunity for bearing to the State planning and advisory council
designated pursuant to section 134(b) (1) (A) and the State agency
designated pursuant to section 134(b)(1)(C) finds

[(a) that the State agency is not complying substantially with
the in.uvisions required by section 134(b) to be included m the
State plan, or with regulations of the Secretary; .,

[(b) that an assurance required to be given in an application
filed under se on 135 is not being or cannot be carried out;

[(c) that t ere is a substantial Failure to carry out plans and
specifications related to construction approved by the Secretary
under section 1351 or

,

[(d) that adequate funds are not being provided annually for
the direct administration of the State plan,

the Secretary may forthwith notify such State council and agency
that

[(e) no further payments wiii be made to the State for con-
struction from allotments under this part; or

[(f) no further payments will be made from allotments under
this part for any project or projects designated by the Secretary
as being affected by the action or inaction referred to in paragraph
(a), (b), (c), or (d) of this section;
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as the Secretary may determine to be appropriate under the circum-
stances; and, except with regard to any promt for which the applica-
tion has already been appitved and which is not directly affected,
further payments for construction projects may be withheld, in whole
or in part, until there is no longer any failure to comply (or to carry
out the assurance or plans and specifications or to provide adequate
funds, as the case may be), or if such compliance (or other action) is
impossible, until the State repays or arranges for the repayment, of
Federal moneys to which the recipient was not entitled. ,

[PAYMENTS TO THE STATES FOR PLANNING,
ADMINISTRATION AND SERVICES

LSEC. 137. (a)(1) From each State's allotments for a fiscal year un-
der section 132, the State shall be paid the Federal share of the ex-
penditures, other than expenditures for constructioi., incurred during
z;uch year under its. State plan approved under this part. Such pay-
ments shall be made from troe to time in advance on the basis of esti-
mates by the Secretary of the sums the State will expend under the
State plan, except that such adjustments as may be necessary shall be
made on account of previously made underpayments or overpayments
under this section.

[(2) For the purpose of determining the Federal share with re-
spect to any State, expenditures by a political subdivision thereof or
by nonprofit private agencies, organizations, and groups shall, subject
to such limitations and conditions as may be prescribed by regula-
tions, be regarded as expenditures by such State.

[(b)(1) Except as provided in paragraph (2), the "Federal share"
with respect to any State for purposes of this section for any fiscal
year shall be 75 per centum of the expenditures, other than expendi-
tures for construction, incurred by the State during such year under
its State plan approved under this part during each of the fiscal years
ending June 30, 1971, and June 30, 1972, and 70 per centum of such
nonconstruction expenditures during the fiscal year ending June 30,
1973.

[(2) In the case of any project located in an area within a State
determined by the Secretary to be an urban or rural poverty area, the
"Federal share" with respect to such project for purposes of this sec-
tion for any fiscaLyear may be up to 90 per centum of the expenditures,
other than expenditures for construction, incurred by the State dur-
ing such year under its State plan approved under this part with
respect to such project for the first twenty-four months of such project,
and 80 per centuin of such nonconstruction expenditures for the next
twelve months.

[wITHHQLDING OF PAYMENTS FOR PLANNING,
ADMINISTRATION, A* * SERVICES

[SEC' 138. Whenever the Secretary, after reasonable notice aid
opportunity for hearing to the State planning and advisory council
and the appropriate State agency, designated pursuant to section
134(b)(1) finds that

[(a) there is a failure to comply substantially with any of the
provisions required by kection 134 to be included in the State
plan; or

61!
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[(b) there is a failure to comply substantially with any regu-
lations of the Secretary which are applicable to this part,

the Secretary shall notify such State council and agency or agencies
that further payments will not be made to the State under this part
(or, in his discretion, that furthee payments will not be made to the
State under this part for activities in which there is such failure),
until he is satisfied that there will no longer be such failure. Until he
is so satisfied, the Secretary shall make no further payment to the
State under this part, or shall limit further payment under this part
to such State to activities in which there is no such failure.

[REGULATIONS

[SEC. 139. The Secretary, as soon as practicable, by general regu-
lations applicable uniformly to all the States, shall prescribe

[(a). the kinds of services which are needed to provide ade-
quate programs for persons with developmental disabilities, the
kinds of services which may be provided under a State plan
approved under this part, and the categories of persons for whom
such services may be provided; .

[(b) standards as to the scope and quality of services pro-
vided for persons with developmental disabilities under State
plan approved under this part;

[(c) the general manner in which a State, in carrying out its
State plan approved under this part, shall determine priorities for
services and facilities based on type of service, categories of per-
sons to be served, and type of disability, with special consideration
being given to the needs for such services and facilities in areas
of urban and rural poverty; and

[(d) general standards of construction and equipment for facil-
ities of different classes and in different types of location-

After appointment of the Council, regulations and revisions therein
shall be promulgated by the Secretary only after consultation with
Council.

[NONDUPLICATION

[SEC. 140. (a) In determining the amount of any payment for the
construction of any facility under a State plan approved under this
part. there shall be disregarded (1) any portion of the costs of such
construction which are financed by Federal funds provided under
any provision of law other than this part, and (2) the amount of any
non-Federal funds required to be expended as a condition of receipt
of such Federal funds.

[(b) In determining the amount of any State's Federal share of
expenditures for planning, administration, and services incurred by
it under a State plan approved under this part, there shall be disre-
garded (1) any portion of such expenditures which are financed by
Federal funds provided under any provision of law other than this
part, and (2) the amount of any non-Federal funds required to be
expended as a condition of receipt of such Federal funds.]
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Senator RANDOLPH. The committee stands in recess.
[Whereupon, at 11:20 a.m., the subcommittee recessed, subject to

the call of the Chair.]
0 .
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1 (8)

33

31

provide such methods of administration, -in-

2 eluding methods relating to the establishment and Main-

3 tenance of personnel standards and selection and ad-

4 vancement of personnel an a merit basis, as are found

5 , by the Secretary to be necessary for ,the proper and

6 efficient operation of the plan (except that the Secretfiry

7 shall exercise no authority, with respect to the selection,

8 tenure of office, and compensation of any individual

9 ,
employed in accordance with such methods) ;

10 . (9) provide assurances that the State planning

couneilJs assigned adequate personnel in order to insure

, 12 that such council has the capacity to fulfill its responsi-

13 bilities in the areas of planning, resource development,

14 and program evaluation;

15 (10) provide that the State plimning'council shall

16' periodic'ally, but not less often than annually, review

17 and evaluate the State plan and submit aivropriate

18 modifications to the Secretary for his approval;

19. (11) provide that the State agencies designated

20 pursuant, to paragraph (1) of this subsection will make

21 such reports, in such form and containing such informa-
'

22 lion, as the Secretary or the State'planning council may

23 from time to time reasonably require, and will keep such

24 records and afford such access thereto as the Secretary

38
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1 finds necessary to assure the correctness and verification

2 of such reports;

3 ,(-12) provide that special financial and technical
9

4 assistance shall Lbe given to areas of urban or rural pov-

5 erty in providing-services and facilities for persons with

6 developmental disabilities who are residents of such areas;

7 (13) describe the methods to be used to assess the

8 effectiveness and-accomplishments of the State in meeting

9 the needs of persons with developmental disabilities in
,

10 the State;

11 (14) specify the maximum amount of, and the per-

12 coinage of the State's allotment under, section 112 for a,

13/ tentage of the State's allotment under, section 112 for
a

any year which is to be devoted to construction, reno-

vation, or modernization of facilities, which percentage

6 shall be not more than 10 percent of the State's allotment

7 or such lesser peicentage as the Secretary may from time

18 to time prescribe;

19 (15) if Federal funds are allotted for construction,

20 renovation, or modernization under this part, outline a

21 program of construction, renovation, or modernization of
D.

22 facilities for the provision of services for persons with

23 development disabilities which-

24 (A) is based on a statewide inventory of exist-

25 inglacilities''and survey of need;

.39
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1 4B) sets forth the relative need, determined in

2 accordance with the regulations prescribed by the

3 'Secretary for the several projects included in the

4 c, ,construction, renovation, or modernization program;

5 and -

6 (0) as. signs priority to the construction, reno-

7 vation, or modernization of projects, to the extent

8 that financial resources available therefor and for

9 maintenance and operation permit such priority, in

10 the order of relative need, taking into account the

11 requirement that any such construction, renovation,

12 or modernization complies with any standards pre-

13 scribed pursuant to the Architectural Barriers Act

14 of 1968;

15 (16) provide for an opportunity for hearing before~

16 the State, agency to every applicant for a construction,

17
=

, renovation, or modernization project;

18 (17) provide for such fiscal control and fund ac-

3,9 counting procedures as may be necessary to assure ,the

20 proper disbursements of, and accoaUting for, funds paid

21 to the State under this part in accordance with regula-

22 tions the Secretary shall prescribe;

23 (18) provide for the implementation of an evalua-

24 tion system compatible with the system developed under
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section 121 Of this Act, within 30 months after the date

of enactment of tliis Act;

a (19) provide; to the maximum extent ,feasible, an

4 opportunity for prior review and cowmnent by the State

5 planning council of all State plans in the State which

6 relate to programs affecting. persons with developmental

7 disabilities;

8 (20) provide that personnel assigned to the State

9 planning council shall be solely responsible to such

10 council; ,

11 (21) provide that all, relevant information concern -

12 ing any programs which may affect persons with devel-

13 opmental disabilities shall be made available by projects

14 and. State ,agencies to the State planning council; and

15 -- (22) contain such additional information and assur-

16 antes as the Secretary may determine to be necessary to

carry out the provisions and purpose of this part.
b

18 (c) . The Secretary shall approve any State plan,and

19- any modification thereof which complies with the provisions

20 of, subsection (b) of this section. The Secretary shall not

21 disapprove a Sate plan unless he has provided reasonable
I

22notice and opportunity for a hearing to the State.

23 STATE PLANNING COL/NCILS

24 SEC. 115. (a) Each State which receives assistance

25 under this title shall establish a State planning council which

41
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shall serve a5- advocate for persons with developmental disa:

2 bilities, and whose members shall be appointed by the Cover-
.

3 nor of each such State.

4 (b) The State planing council shall

(1) develop and prepare the State plan required by

6 section 114; $

7 (2) approve,pprove, monitor, and evalua te the implemen-

8 ,tation of such State plan and submit to the Governor

10

and the Stitte legislature an annual report on such

implementation; -

11 (3) establish priorities for the distribution of funds
.

12 for programs for persons with developmental disabili-

13 ties within the State;

(4) review and comment on all State plans in the

15 State 'which relate to programs affecting persons with

16 developmental disabilities; and

17 '(5) submit to the Secretary, through the Gover-

nor, such periodic reports on its activities as the Sec-

19 retary may reasonably request.

20 (c) Each State receiving assistance under this title shall

21 provide for the assignment to the State Planning Council of

22 personnel adequate to insure that such council has the

23 capacity to fulfill its responsibilities in the areas of planning,

24 resource development, and program evaluation, except that

25 funds .provided for such council personnel shall be at least

42
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at a level equal to 20 percent of the amount of the State's

2 allotment under section 112, but not more than 30 percent

3 of such amount.

4 (d) Each State Planning Council shall at all times

5 include in its membership representatives of the principal

-6 State agencies, local agencies, and nongovernmental agencies,

7' and groups concerned with services to persons with develop-

8 mental disabilities, including a representative of an institution

9 of higher education receiving a grant under this title and

10 servicing a facility within that State and at least one-third

11 of the membership of such council shall consist of consumers

12 of such 'services, or their parents or guardians, who are not

13 officers of ahy organization, or employees bf any State

14 agency, or other agency or facility, which receives funds or

15 provides services pursuant to this Act.

16 (e) The State agency or, agencies designated under

17 section 114 (b) (1) (A) shall submit to the State planning

18 council for its-apr-oval the design for implementation, in-

19 eluding a detailed plan for the disbursement of all funds

20 under this part (except as otherwise provided by this part) .

21 (f) The Secretary shall insure that each State planning

22 council has access to all other State plans submitted to him

,,23 under section 114, as well as any relevant statistical and

24 fiscal information relating to persons With developmental

25 disabilities.
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APPROVAL OF PROJECTS FOR CONSTRUCTION, RENOVA-

2 TION, OR MODERNIZATION

3 SEC. 116 (a) Any State or political subdivision thereof

4 or a public or nonprofit private agency shall, with respect to

5 any project for construction, renovation, or modernization

authorized under this part, submit an application there-

for to the Secretary, through the State agency designated

pursuant to section 114(b) (1) (B) (herein in this part re-

ferred to as the "State Agency") . An application for a proj-

ect to be completed by two or more political sadivisions'or

public or nonprofit .private agencies, or by a combination

thereof, may be submitted by one such agency-on behalf of

all of them. Such application shall set forth

(1) a description of the site for such project;

6

7

r
8

9

10

11

12

13

14

15 (2) plans and specifications thereof, in accordance

16 with regulations prescribed by the Secretary;

17 (3) satisfactory assurances that title to such site is

18 or will be vested in one or more of the agencies filing

the application or in a public or nonprofit private agency

20 which is t/J operate the facility;

21 (4) satisfactory assurances that the non-Federal

22 share of financial support will be available for the con -

23 struction, renovation, or modernization of the project and

24, for its maintenance and operation when completed; \

4
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1 (5) a certification by the State agency of the Fed-.
9 eral share for The -project;

3 (6) satisfactory assurances that the project, facility,

4 or activity, in connection with which such determinkion

5 is made, does, or when completed or put into operation,

6 will serve the needs of the Residents of the area;

7 (7) a certification by the State agency that the

8 project will comply with any standards prescribed pur-

,0 sunlit to the Architectmitl Barriers Act of 1968; and

10 (8) satisfactory assurances that such construction,

11 renovation, or modernization will conform to the re-

12 quirements of section 103 (h) (7) of this Act.

13 . (b), The Secretary shall approve an application under

14 this section if sufficient funds to pay the Federal share of

15 the cost of such project are available from the allotment to

16 the State, and if the Secretary finds that the application-

17 (1) sots forth, to his satisfaction, the information

18 required in subsection (a),

19 (2) is in conformity with the State plan approved

20 under this.part, and

21 (3) has been approved and recommended by the

22 State agency and is entitled to'priority over other projects

23 , within the State in accordance with the State's plan for

24 persons with developmental disabilities and in accordance

25 with regulations prescribed by the Secretary.
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1 (a) No application shall be disapproved until the Sec-

2 rotary has afforded .the state agency adequate notice and an

3 opportunity for a hearing.

4 (d) Amendment of any approved application shall be

5 subject to approval in the same manner as the original

6 application.

7 WITIMOEDING OP PAYMENTS

8 SEC. 117. (a) Whenever the Secretary, after reason-
.

9 able notice and opportunity for hearing to a State planning

10 council and a State agency or agencies designated pursuant

11 to section 114 (b) (1) finds :-

12 (1) that any such State agency or agencies are not

13 complying with the provisions required by section 114

14 (b) to be included in the State plan, or with regula-

15 tions of-the Secretary;

16 (2) -that a State, State agency, or State planning

17 council are not in compliance with the provisions of

18 *section 115;

19 (3) that any requirement set forth in an application

20 submitted under section 114 and approved by the Sec-

-21 rotary is not be_ ing or cannot he carried out with respect

22 to the project for which such application was submitted;"

23 (4) that there is a substantial failure to carry out

24 plans and specifications related to construction, renova-

,
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1 tion, or modernization approved by the Secretary, under

2 section 116; or

3 (5) that adequate funds are not being provided an-

4 for the direct aduiinistration of the State plan;

5 the Secretary may forthwith notify such State council and

6 State agency or agencies that-

7 (A) no further payments will be made to the State

8 for, construction, renovation, or modernization from al-

9 lotments under this part; or

10 (B) no further payinents will be made from allot-

11. ments under this-part for any project or projects desig-
,

12 nated by the Secretary as being affected by the action

13 or inaction referred to in paragraph (1), (2), (3),

14 (4), or (5) of this subsection as the Secretary may de-

15 termitic to be appropriate under the circumstances; and,

16 except with regard to any project for which th,eapplica-

17 tion has already been approved and which is not directly

18 affected, further payments for construction, renovation,

19 ormodernization projects may be withheld, in whole or

20 in part, until the Secretary is satisfied that the State has

21 corrected any deficiencies under this subsection or, if

22 such correction is impossible, until the State repays or

-23 arranges for the repayment of Federal moneys to which

24 the State was not entitled because of such deficiencies.

4 7
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(b) 'Whenever the State planning council finds that a

2 State agency administering funds pursuant to the implemen-

3 tation design is failing to comply with such design, the State

4 planning council shall notify the Governor and the Secretary,

5 who may provide notice, conduct a hearing, and withhold

6 payments pursuant to subsection (a) of this section.

7, PAYMENTS TO THE STATES TOR-PLANNINO

8 ADMINISTRATION AND SERVICES

9 SEC. 118. From each State's allotment for a fiscal

JO yeai under section 112, the State shall be paid the Federal

,share of its expenditures, other than expenditures for construe-

12 don, renovation, or modernization, incurred during such year

13 under its State plan approved under this part. Such payments

14 shall be made from time to time in advance on the basis of

15 estimates by the Secretary of the sums the State will expend

16 under the State plali, except that such adjustments as may be

17 necessary shall be made on account of previously made under- ,

18 payments or overpayments under' this section.

19 REOULATIOINTS

20 SEC. 119. (a) The Secretary, not later than 90 days

21 after the date of enactment of this Act, shall prescribe general

22 regulations in final form applicable to all the States to carry

23 out the purpose's of this title.

24 (b) (1) Regulations promulgated by'the Secretary may

be waived upon approval of an application submitted by a

48.
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1 State for a project to be completed by, two or more political

2 subdivisions or public or nonprofit private agencies, or by a

3 combination thereof, which is consistent with applicable law

4 and regulations promulgated by the Secretary for such pur--

5 poses to provide services to persons With developmental dis-

6 abilities by combining funds received from other Federal, .

7 State, or local programs to the extent that such regulations

8 would without such waiver impede the implementation of

9 such project. SuchwaiverA shall be reviewed annually by

10 pie Secretary and issued on a case-by-case basis and for a

11 specified period of -time, but in 'no case longer than thirty -

12 six months. Renewal of such waivers may be granted only

1.3 after a full evaluation of the impact of such waivers by the

14 Secretary. The Secretary shall submit his justifications for

15 any renewal of such waivers in a report to the appropriate

16 committees of the Congress.

17 (2) The Secretary shall publish in the Federal Register

18 the fact that an application Tor waiver, under paragraph

19 (1) has been submitted by a State, and he shall not approve

20 or disapprove such application for a period of not less thtui

21 60 nor more than 90 days after the date of such publication.

22 NONDUPLICATION

23 SE,0A20. (a) In determining the amount of any pay-
.,

24 ment for the construction, renovation, or modernization of

25 any facility under a State plan approved under this part,

49
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1 there shall be disregarded (1) any portion of the costs of

2 such construction, renovation, or modernization which are

3 financed by Federal funds provided under any provision of

4 law other than this part, (2) Ate amount of any non-Federal

5 funds provided under any provision of law other than this

6 part, and (3) the amount of any non-Federal funds required

7 to be expended as a condition of receipt of such Federal

8 funds.

9 (b) In determining the amount of any State's Federal

10 share of expendithres for planning, administration, and serv-

11 ices incurred by it under a State plan approved under this

12 part, there shall be disregarded (1) .any portion of such

13 expenditures which are financed by Federal funds provided

14 under any provision of law other than this part, and (2)

15 the amount of any non-Federal funds required to be expended

16 as a condition of receiptpf such Federal funds.

33 EVALUATION OF DEVELOPMENTAL DISABILITIES SERVICES

18 SEC. 121. (a) The Secretary, in consultation with the

19 National Council created pursuant to section 113' of this Act,

20 shall develop and transmit to the appropriate committees of

21 Congress, within 18 mouths after the date of enactment

22 of this section, an evaluation system and plan for imple-

23 mentation of such system which shall provide a model for

24 the development of State evaluation systems for all services

5I-713 0 - 4 50
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1 delivered within the States to persons with developmental

2 disabilities.

3 (b) The evaluation system required by subsection (a)

4 shall be designed to-

5 (1) assess the adequacy of all education and train-

6 ing, habilitation, rehabilitation, early childhood, diag-

nostic and evaluation services, and all other services or

8 assistance to persons with developmental disabilities 11"

9 under laws administered by the Secretary; and

10. (2) develop specific criteria designed to provide

objective measurement of theidevelopmental progress of

12 persolis with developmental disabilities, which may be

13 utilized by public agencies, residential facilities, and

14\ community-based facilities and agencies to evaluate the

' 15 effectiveness of the services provided to such persons.

16 :(c) In developing such evaluation system the Secretary

17 shall insure that such system is consumer oriented and that

18. the systeih will

(1),evaluate the effects of services on the lives of

20 consumers, .utilizing information and data obtained 'from.

21 individualized., written habilitation plans as required

22 under section 211 of this Act (when applicable) or

23 other comparable individualized data,

24 (2) evaluate the overall impact of State and local

25 , programs for the developmentally disabled,

51
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1 (3) provide and evaluate the cost-benefit ratios of

2 particular service Alternatives, and

3 (4) provide that evaluation of program quality

4 shall be performed by individuals not directly involved

5 in the delivery of such services tothe program being

6 evaluated.

7 (d) The Secretary, in consultatioti with the National

8 email, may make grants to, and enter into contracts with,

9 private nonprofit organizations or individuals to conduct

10 feasibility studies to assist in developing the evaluation sys-

11 tem required under subsection (a), except that such grant

12 or contract shall not be entered into with grol!ps or individ-

13. uals who have any financial or other 'direct interest in the

14 program being evaluated.

15 (e)' There are authorized to be appropriated to carry

16 out the.purposes Of this section $1,000,000 for the fiscal
7,

17 year, ending June 30, 1975, and $1,000,000 for the fiscal

18 year ending Juno 30, 1976.

19 GRANTS FOR SPECIAL PROJECTS FOR SERVICES TO

20 PERSONS WITH DEVELOPMENTAL DISABILITIES

21 SEC. 122. (a) For the purpose of making grants under

22 this section for special projects and demonstratioM (and re-
._ _--

23 search and evaluation connected therewith), there is au-

24 thorized to be appiopriated $17,500,000 for the fiscal year

25 ending June 30, 1975, $20,000,000 for the fiscal year end-

52
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1 ing June 30, 1976, $22,500,000 for the fiscal year ending

2 June 30, 1977, $25,000,000 l'or the fiscal year ending

3 June 3Q, 1978, and 827,500,000 for the year ending

4 June 30, 1979.

5 (b) The Secretary, after consultation with the National

6 Council, shall make grants to States and public or nonprofit

*" 7 agencies and organi.:zations to pay part or all of the cost of

8 special projects and demonstrations (and research and eval-

nation iu connection .therewith) for establishing programs

10 which, hold promise of expanding or otherwise improving

11 services to persons with developmental disabilities (especially

12 ,those who are aisadvinitaged or multihandicapped). Such

13 projects and demonstrations shall include, but not be limited

to, parent counseling and training, early screening and inter -

15 infant and preschool programs, seizure control sys-

16 tom, legal advocacy, and community based counseling, care,

17 houshig, and other services or systems necessary 'to nn

18 a person with developmental disabilities in the community.

19 (c) The Secretary shall insure that any such special

20 projects are approved or disapproved by the appropriate

21 State planning council within 80 days after such council

,22 receives the application for review.

23 (d) Projects, or a component of any project, funded

24 under this section, shall not be eligible for funding under

25 section 304 of the Rehabilitation Act of 1973. (87 Stat.
.

26 381).
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1 REPEAL

2 SEC. 123. Effective 90 days after enactment,, parts 13

3 and C of the Developmental Disabilities Services and Fa-

4 eilities Construction, Act (42 U.S.C. 2661) are repealed.

5, TITLE 1IBILL OF RIGHTS FOR mmALLY

6 RETARDED AND OTHER' PERSONS WITH

7 DEVELOPMENTAL DISABILITIES

STATEMENT OP PURPOSE

SEC. 200. The purpose of this title is to establish stand-,
10 ards to assure the humane care, 'treatment, habilitation, and

n protection of mentally retarded and other persons with devel-

opmental disabilities who are served by residential and coin-

13 munity facilit:,..s and agencies; to establish.a method to assess

14 compliance with such standards; and to minimize inappro-

15 priate admissions to such facilities and agencies, through the

16 establishinent of a metliod for assuring that the stauditrds

re affecting the health, safety, personal dignity, and.human and

18 civil rights of persons with deiclopmental disabilities are

1( being, complied with by snch facilities or agencies; and

20 through (1) (A) the use of procedural eriteria.set forth in

21 part B of this title and performance based Criteria devefoned

22 by the Secretary pursuant to section 210 of this Act; (B)

23 compliance with'inininun standards s,c(forth in section 215;

24 and, (C) such additional speciNieriteria that the Council

25 and the Secretary may deem necessary; or (2) compliance

26 with standards set forth in parts C and D of this title.'

5"1
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PART AGENERAL PROVISEO. Y FOIL 1, DENTIA AND

2 COMMUNITY FACILITIES AND AGENCIES SE WING
r

3 MENTALLY RETARDED AND OTHER PERSONS VIVI

4 DEVELOPMENTAL DISABILITIES'

5 DEFINITIONS

6 SEC. 201c For the purposes of this title-

7 (1) "adaptive behavior" means tho effectiveness or

8 ilegree with which the individual meets the standards of

9 personal independence and social responsibility which is- .

10 normal in relation to his age and social and cultural

11 environment;
'

A (2) "agency" means a,public or nonprofit organiza-

13 tion that provides services to persons with mental re-

14' tardation and other developmental disabilities, or to theii

15 families, but which need not limit its services to develop-
.

16 mentally disabled persons, and may provide services to

17 developmentally disabled persons as part of services pro -

18 vided to the general public;

19 (3) "body image" means the concept that each per-
_

20 son has of his or her own ,body as atC.Ohjgct in space,

21 independent of and apart from all other objects, including

22 one's attitudes, perceptions, and feelings toward his or

23\ her body and its parts;

24 \ (4) "client", "person", "disabled person", or "dis-

25 abled" means a person or individual Who is mentally

5 5'
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1 retarded or otherwise devel'opinentally disabled, and who

2 needs some form of specialized or generic service related

3 4, to hiS mental or PhySical impairment;

4 (5) "program coordinalor" means an -individual

5 who is responsible for the implementation of the in-

dividua program plan, and who participates in the reg-

ular evaluation, revision, and redirection of the individual

8' program plan;

9 (6) "community" means' a general population hat-

10 ing a common interest or interdependency in the delivery

11 of services to mentally retarded or other persons with

12 developmental disability;

13 (7) "cross-disciplinary approach" means a method

14 of delivering services in which one or two members of an

15 interdisciplinary team serve as team facilitators to imple-
--

16 ment the program plan between regularly scheduled re-

17 evaluation sessions by the team, and in which other mem-

18 hers of the team teach and share their specialized profes-

19 !sional skills with, and release their intervention role 'to,

20 such facilitators during such implementation, while main-

21 ,twining their professional (or credentialed) accounta-

22 bility on behalf of the person and his family;

23 (8) "culturally normative" means that which is nor-
\

24 mal typical, or usual for a given culture, including the

25 attit des, performances, or behavior ordinarily displayed
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1 by, or expected of, most individtials within a given cul-

2 ture;

3 (9) family" means parents, brothers, sisters, foster

4 parents, advocates, guardians, surrogates, and others who

5 peliform the roles and functions of natural family mem-

6 bees in the lives of persons;

7 (10) "generic services" means services offered or

8 available to the general public, as distinguished from spe-

9 cialized services that are intended only for mentally re-

10 tarded or other developmentally disabled"persons;

11 (11) "governing board", "board of trustees",

12 "board of directors", or "board of governors" means the

13 group of individuals_ that constitutes the governing body

14 of an agency or facility;

15 (12) "governing body" means the policymaking

16 authority, whether an individual or a group, that cur-

17 vises general direction over the affairs of an agency or

18 facility and that establishes policies concerning its °per-\
19 ation and the welfare of the persons that it serves;

20 (13) "guardian" means an individual (other than

21 a guardian ad litem) who has legal control and manage-

22 meat of the person, or of We property or estate; or of

23 both the person and the property, of a ward;

24 (14) "guardian of the person" means a guardian\

25 appointed to see that the ward has proper care and pro-

26 tective supervision in keeping with his needs;

7
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1 (15) "guardian of the property" means a guardian

2 appointed to see that the financial 'affairs of the ward

3 are handled in his best interests;

4 (16) "legal guardian" means a guardian appointed

5 by a court;

6 (17) "natural.. guardian" means a parent lawfully

7 in control of the person of his or her minor child,, and

8 such natural guardianship terminates when the child at-

9 tains his or her majority;

10 (18) "plenary guardian" means a guardian who

11 has full guardianship of both thu person and the property

12 of the ward;

13 (19) "public guardian" means a public official

14 empowered to accept court appointment as a legal

15 guardian;

16 (20) "testimony guardian" means a guardian

17 designated by the last will and testament of a natural

18 guardian;

19 (21) "guardian ad litem" means an individual ap-

20 pointed to represent a ward in a particular legal pro-

21 ceeding, without control over either the ward's person or

22 his. estate;

23 (22) "indigenous leadership" means leadership that

24 is derived from within the community or group in which

25 it is exercised, as, for example, leadership that is de-

/
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1 rived from within the community or group in which it

2 is exercised, as, for example, leadership that is derived

3 from the parents or friends of the person;

4 (23) (A) "informed consent" means the consent of

5 a, person, or his guardian or legal representative, as ap-

c propriate, to a procedure, operation, research, demon-

'7 stration, or experiment, so situated as to enable such per-

8 son, or through his guardian or legal representative to

9 exercise free ,power of choice, without the intervention

10 of any element of force, fraud, deceit, duress, or other

11 form of constraint or coercion, and the information' to

12 be given to such person or such guardian or legal repre-

13 sentative shall include, in order to assure such informed

14 consent, the following basic elements in all but t xcep-

15 ,tional eases; '
16 (i) a fair explanation of the procedures to be

followed, including an identification of any which

18 are experimental;

19 a description of any attendant discomforts

20 and risks reasonably to be expected;

21 (iii) a description of any benefits reasonably

22 to be expected;

23 (iv) a disclosure of any appropriate alternative

24 procedures that might be advantageous for the

25 subject;

5
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1 - (v) an offer to answer any inquiries concern-
,

' 2 ing the., procedures; and

3 (vi) an instruction that such person, is free to

. 4 withdraw his consent and to discontinue participa-

5 tion in the project or activity at any time;

6 ^ and, in addition, any agreement, written or oral, entered

7 into by such person or his guardian or legal representa-

8 tive, shall include no exculpatory language through which

9 such person is made to give, or to appear to waive, any

10 of his legal rights, or to release the institution or its

11 agents from liability for negligence. Any organization

'12 which initiates, directs, or .engages in programs of -re-

13 search, development, or demonstration which require

14 informed consent shall keep a permanent record of each

15 such consent and the information provided such person

- 16 and shall develop appropriate' documentation and re-

17 porting procedures es an essential administrative' fune-

18

19 (B) "exceptional cases", as used in this section, are

20 cases where it is not feasible to obtain a person's consent

21 or the consent of his representative, or where, as a matter

22 of professional judgment exercised in the best interest

23 of a partieuldi person under care, it would be contrary

24 to that person's welfare to obtain his consent as the

25 commn ication of information to obtain consent would .

00;
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1 seriously affect the person's disease status and the

2 physician has exercised a professional judgment that

3 under the particular circumstances of this person's case,.

4
; 7

the person's best interests would suffer if_ consent were

5 sought;

6 (24) "interdisciplinary approach" means an app

7 proach to diagnosis, evaluation, and individual program

8 planning in which professional and other personnel par -

9 ticipate as a team, and in which each participant, uti-

10 lizino.t, whatever skills, competencies, insights, and per-

11 spectives his or her particular -training and experience

12 provide, focuses one idbntifying the developmental needs

13 of the person and devising ways to meet them, without

14 constraints imposed by assigning particular domains of

15 behavior or development to particular disciplines only,

16 and 'participants share all information and recommenda-

17 tions, so that a unified' and integrated habilitation pro-

18" gram plan is devised by the team;

19 (25) "multidisciplinary approach" means an 4-

20 proach to diagnosis, evaluation, and individual program

21 planning in which each representative of a particular

22 discipline or program views the person only from the
93 perspective assigned to his discipline or program; in

24 which particular domains of individual development

gwi behavior are often held to be thesole responsibility

61
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. 1 or perquisite of par'icular professions or programs;

2 and in which each representative of a discipline

separately reports his or her findings and the recom-

4 mendations that he or she proposes to implement as a

5 result, more or less independently of the findings and

6 recommend tions reported by other representatives;

7 (26) "mapping" means one's'nbility to move safely,

8 effectively, and comfortably from one place to another

9 within his or her immediate environment by using cues

10 such as size, shape, odor, and landmarks;

11 (27) "mental retardation" means significantly sub-

12 average general- intellectual functioning existing eon-

13 currently with.deficits in adaptive behavior, and mani-

14 fested during the developmental period;

15 (28) "mobile nonambulatory" means an inability

16 to walk independently, without assistance;

17 (29) "nonambulatory" means an inability to walk

18 independently, without assistance;

19 (30) "normalization principle" means the principle

20 of helping mentally retarded and other developmentally

21 disabled individuals to obtain an existence as close to

22 the normal as possible, particularly through the use of

23 means that Elie as culturally normative as possible to

24 elicit and maintain behavior that is as culturally

tive as possible;

62.
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(31) "orientation" means the establishing Of aware-

ness of one's position in relation to the environment and

significant objects within the environment;

(32) "program" means a structured set of activities

to achieve specific objectives, relative to the develop-

mental needs of the clients served by an agency;

(33) "residential facility" means a facility that pro-

vides 24-hour programing services, including residen-

tial ort domiciliary services, directed to enhancing the

health, welfare; and, development of persons with mental

-11, retardation or other developmental disabilitiei;

12 ($4) "service delivery system" means the total array

13 of service components, specialized and generic, that is

14 directed toward meeting the general and extraordidary

15 needs of developmentally disabled persons;

16 (35) "advocate" means an individual, whether a

17 professional employed by a private or public agency, or a

18 volunteer, who acts on behalf of a resident to secure both

the services that the resident requires and the exercise of

20 his or her full human andlegal rights;

21 (36) "ambulatory" means able to walk independ-

22 ently, without assistance;

23 (37) "chief executive officer" means the individual

24 appointed by the governing body of a facility to act in its

25 behalf in the overall management of the facility (job

6'3
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1 -titles may include, but are not limited to, superintendent,

2 director, and administrator)

3 (38) "developmental disability" means a dis-

4 ability-

5 (4) attributable to mental retardation, or cere-

6 bral palsy, or epilepsy, or autism, or specific learning

7 disability;' or

8 (B) attributable to any other condition of an

'9 individual found to be related to mental retardation

10 as it refers to,general intellectual functioning or im-

11 Ilairment in adaptive, .behavior or to require treat-

12 went similar to that required for mentally, retarded

13 individuals,

14 which disability (i) originates before such individtial* at-
:

15 tains age eighteen, (ii) which has continued or can be

expected to continue indefinitely, and (iii) which consti-
.

17 tutes a substantial handicap to such individual'a,, ability

18 to function normally in society;

19 (39) "direct-care staff" means individuals wlio

20 conduct the resident-living program; 0

21 (40) "legal incompetence" means the legal deter-

22 mination that a resident is unable to exercise his or her

23 full civil and legal rights, and that a guardian is

24 required;
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1 (41) "living unit" means a resident-living unit that

2 includes sleepting, dining, and activity areas;

3 (42) "nonmobile" means unable to move from

4 place to place;

5 (43)- `.`public financial support programs", include,

6 but are not limited to, services for crippled children; aid

to the disabled; old-age, survivors, and disabilityinsur-.
8 ante; and other benefits available under the Social

9 ;Security Act and those benefits of the V\eterans' Ad-

10 ministration;

(44) "resident" means an individual who receives

12 service from a residential facility, whether or not such

13 individual is actually in residence in the facility, and

14 - includes individuals who are being considered for resi-

15 ih a facility, individuals who were formerly in

16. residence in a facility, and individuals who are receiving

17 services other than domiciliary frcm a facility;

18 (45) "resident-living" means residential or domi-

P ciliary services provided by a facility;
-

20 (46) "rhythm oUlife" meaa a, normal pattern of

21 behavior during the day (in respect to ()rising, getting

22 dressed, participating in play and work activities, eating

23 meals, retiring, and SQ forth), or the week (differentiation

24 of daily activities and schedules) ;
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1 (47) "surrogate" means an individual who func-

2 tions in lieu of.a resident's parents or family; and

3 (48) "time out" means a period outside the time of

4 positive reinforcement in which, contingent upon the

5 emission of undesired behavioi, the resident is removed

from the situation- in which positive reinforcement is

7 available,

8 NATIONAL ADVISORY COUNCIL ON STANDARDS FOR RESI-

9 DENTIAL AND COMMUNITY FACILITIES FOR'MESTTALLY

10 RETARDED AND OTHER PERSONS WITH DEVEIOP-

11 DISABILIMS

12 SEC-. 202. (a) Effective 90 days after the date ofenact-

13 ment of this Act, there'is established a National. ,:dvisory

14 kouncil for Residential and Community Facilities (herein-

15 after in this title referred to as the "Council"), which shall

18 consist of 15 members who are not regular full-time em-

17 ploYeei---of the United States, to be appointed by the

18 'Secretary without regard to the provisions of title 5, United

19 States Code, governing appointments in the, competitive

20 civil service. The Secretary shall designate one of the mem-
.

21 bers of the Council to serve as Chairman thereof. The

22 members of the Council shall be selected from appropriate

23 public agencies providing services to individuals with deve1/41-.

24 opmental disabilities, and professional and voluntary ass&

25 clarions representing developmentally disabled '416rsons, At

'51 -1130 15 -5 6.6
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1 least one-third of the membership of the. Council shall be

2 consumers of services, including parents or guardians of

3 persons receiving services from publicly operated arid pub-

4 licly assisted residential and community facilities and agen-

,5 cies, for mentally retarded or developmentally disabled

6 persons.

7 (b) It shall be the duty and function *of the Council to

8 (1) advise the Secretary with respect to any regulations

9 promulgated or proposed to be promulgated by him for the

10 implementations of the provisions of this title and of the

11 standards established under parts C and D of this title, (2)

12 study and evaluate such provisions and standards, including

13 site visits and other appropriate methods with a view of

14 determining their effectiveness in carrying out the purposes

15 for which they were established, and (3) assist the Secre-

16 tary in developing performance criteria to evaluate alternate

17 standards pursuant to part B and section 121 of this Act

18 An lieu of standards under, parts C and D of this title.

19 (c) Based upon studies, evaluations, and other ap-

20 propriate review mechanisms (including onsite visits), the

21 Council shall submit to the Secretary all recommendations

22 for changes, revisions, modifications or improvements in the

23 standards-established under parts C and D of this title which

24 ih its judgment would strogthen or upgrade such standards.

4

6
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(d) Members f the Council while attending meetings or

2 conferences thereof or otherwise serving on the business of

3 the Council, shall be entitled to receive compensation rates

4 fixed by the Secretary, but at rates not exceeding the daily

5 equivalent of the rate provided for GS-18 ,of the General

6 Schedule fOr each day of such service (inclang traveltithe) ,

7 and, while so. serving away from their homes or regular

8 places of business, they may be allowed 'travel expenses, in-
,

9 cluding per diem in lieu of subsistence,, as authorized by

10 section 5703 of title 5, ,United States Code, for persons in'

11 the Government service employed 'intermittently.

12 (e) Appointments to fill vacancies on such Council shall

13 be made not less than 30 days after a vacancy occurs.

14 k (f) The Council 'shall employ such experts and con-

15 sultants as it may require, In accordance with section 3109

16 of title 5, United States Code.

17 (g) There are authorized to be appropriated ,to carry

18 out.the purposes of this section such sums as may be neces-

19 stay.

20 ASSESSING COMPLIANCE WITH STANDARDS

41 SEC: 203. (a) In determining whether any federally

22 assisted facility or agency within its jurisdiction is ,in

22 p liance with t h,standards specified in this title, a State shall

24 provide assurances to the Secretary within 1 year after, the

25 date Of enactment of this title that each such facility or agency

68: .
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1 has established a plan for achieving compliance no later than

2 5 years after the date of enactment of this title, and-

3. .( 1 ) is actively pursuing a program to comply with

4 standards set forth in parts C and D of this title, or

5 (2) meets the requirements set forth in part B of

6 thii title.

7 In order to further demonstrate compliance with the stand-

.8 aids set forth in this title, a State shall submit to the Secre-

9 -tary a plan based upon the combined plans of all such

10 faCilities and agencies which sets forth detailed procedures for

11 compliance, and under which such State agrFes to meet such

12 provisions for compliance reviews as the Secretary may re-

13 quire pursuant to subsection (d) of, this section.

14 (b) Each 'State plan for achieving compliance required

15 under section (a) shall-

16 (1) provide a detailed analysis of the steps each

17 residential or community facility or agency will take to

18 comply with standards under part B, or paks C and D;

19 (2) set forth a detailed schedule for compliance

20 with such standards based on the analysis submitted

21 pursuant to clause (1) ;

22 ) demonstrate the need for continuing residential

23 services and provide detailed assurances that residential

24 facilities for individuals with developmental disabilities

25 will complement and augment rather than duplicate or
t.

G9
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1 replace other community services and facilities for indi1

2 vidlialS with developmental disabilities which meet dile

3 reeluirements of this title;

4 (4) designate a single State agency to oversee -corn-

5 pliance by facilities and agencies within its jurisdiction;

6 (0) provide that such State plan has been submitted

7 to the State planning council established under section

_8_ _ 1.15_Of _this_Act for review and comment and has been

9

10

11

12

13

14

found to be in conformance with the 1State plan required

under section 114 (b) of this Act;

6) set forth a schedule of c sts to achieve com-
,,

Om& with the standards established under part B or

parts #C and D of this title;

7 ) demonstrate procedure adopted by the State

to asSure that primary emphases will be given to piac-
i

16' ing each individual in the east restrictive program

17 and iving environment comr ensurate with that indi-

18 vidual's capabilities and lipids, and that any assist-

19 ante !available pursuant to State or Federal law under

20 which services are provided Ito persons with develop-
1

21 mental disabilities will be utih ed to foster the carrying

22 out o f such procedures;

23 8) set forth the detailed erformancc criteria to

24 be tied in assessing the quali of treatment, care,

25 training, and habilitation service provided that such

7
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criteria conform to criteria developed by the Secretary

under section 210;

3 (9) provide an explanation of the system to be

4 used for gathering, analyzing, and interpreting infor-
.

5 mation and data for compliance review; and

6 (10) provide assurances that all subjective judg-

7 ments concerning the quality of services rendered will

8 be made by qualified individuals who are not employed

9 by, or financially obligated to, the agency responsible for

10 operating the programs for persons with developmental

11 disabilities.

12 (c) The Secretary shall'approve a plan which sets forth

13 a reasonable time, subject to the provisions of section, 206, for

14 compliance with the standards established under this title, and

15 shall not finally disapprove a plan except after reasonable

16 notice and opportunity for a hearing to such State.

17 (d) (1) Each State shall enter into an agreement with

18 the Secretary under which the services of the State agency

19 designated pursuant to paragraph (4) of subsection (b) will

20 be utilized on his behalf for the purpose of determining

21 whether a residential or community facility or agency is in

22 compliance with standards established under part B or parts

23 C and D of this title. Such determination shall be made on the

24 basis of onsite surveys conducted by the State agency. Any

25 State -agency which has such an agreement may furnish to

"1 1
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1 such facilities and agencies such specialized consultation serv-

2 ices as may be needed to meet one or more of the standards

3 established under this title. Any such services furnished by

4 the State agency shall be deemed to have been furnished pur-

5 suant to such agreement. Within 90 days following the corn-

pletion of each survey, the Secretary make public in

7 readily available form the findings of each such survey.

8 (2) In order to assure, compliance with the standards

9 under part B or parts C and D and the performance criteria

10 developed and established pursuant to section 210, the Secre-

11 tary shall conduct a statistically valid, independent compli-

12 ante survey of facilities and agencies within each State to

13 determine the accuracy of information 'and data submitted

14 Pursuant to subsection (b) and paragraph (1) of this

15 subsection.

16 (3) The Secretary shall submit annually to the appro-

17' prip,te committees of the Congress an annual report sum-

18 marizing-

19 (A) the number and types of facilities and agencies,

20 by State, found to be in compliance with the standards

21 specified in part B, or parts C and D of this title;

22 (B) the number and types of facilities and agencies,

23 by State, found not to be in compliance with the stand-

ards specified in part B, or parts C and D of this title;

'2
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1 (0) the reasons for noncompliance and the steps

being taken by each State to assure that such facilities and

3 agencies comply in the future with such standards;

4 (D) the findings of validation surveys conducted or

5 commissioned by the Secretary in accordance with para-

6 graph (1) ;

7 (E) the number and types of facilities and agencies,

8 by State, which have been found by the Secretary to be

9 ineligible for Federal assistance because of failure to corn-

10 ply with standards under this title; and

11 (F) recommendations for alterations in 'ithe compli-

12 ante review system (including changes in performance

13 criteria developed and established pursuant to section

14 210) and the supporting evidence for such alterations or

15 change.

16 GRANTS TO ASSIST COMPLIANCE

17 SEC. 204. (a) The Secretary is authorized to make

18' grants to assist States in bringing publicly operated and fed-

19 orally ao3isted residenti41 or community facilities and agencies

20 into compliance with the appropriate standards established

21 under this title.

22 (b) For the purpose of making grants under this section,

23 there are authorized to be appropriated for each fiscal year

24 such sums as may be necessary.

3
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1 (c) Any State applying-for a grant under this section

2 shall provide detailed information to the Secretary which

3 shows how such grant will assist in meetitg the standards

4 established under this title.

5. (d) (1) The total of the grants with respect to any

6 project under this part may not exceed 75 percent of the

7 necessary cost thereof as determined by the Secretary.

8 (2) Payments of grants under this part shall be made in

9 adVance or by way of reimbursement, and on such conditions

io as the Secretary may determine.

11 MAINTENANCE OF EFFORT

12 SEC. 205. (a) In any fiscal year the Secretary may

13 make Federal assistance payments authorized under any

14 Federal law, to any publicly operated or publicly assisted

15 facility for the developmentally disabled only if such facility

16 provides specific evidence that such payments have not

17 resulted in, or will not result in, any decrease in the per

18 capita State and local expenditures for services for

19 individuals with developmental disabilities which would

20 otherwise be available to such facility. Such evidence shall

21 include a detailed fiscal report, containing such information

22 and in such form as the Secretary may specify after con-

23 sultation with the Director of the Office of Management and

24 Budget, on the residential facility's expenditures, by category
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1 and source, during the base year and the fiscal year imme-

2 diately preceding such base year.

3 (k) For purposes of this section, the term "base year"

4 means the most recent fiscal year for which reliable fiscal

5 data is available.

6 (c) The Secretary shall submit an annual report to the

7 appropriate committees of the Congress summarizing ( 1 )

8 the number and types of residential facilities, by State, which

9 have complied with the provisions of subsection (a) of this

10 section and the data upon which such decisions were based,

11 and (2) the number, types, and names of all residential

12 facilities, by State, which have failed to comply with the

13 provisions of subsection (a) of this section, the data upon

14 which such decisions were based in each instance, and the

15 steps which have been taken to withhold Federal assistance

16 from such residential facilities.

17 WITHHOLDING OF GRANTS
t.

18 SEC. 206. (a) After December 31,979, no residential

19 facility or program of community care for individuals with

20 developmental disabilities shall be eligible, to receive pay-

21 ments either directly or indirectly under any Federal law,

22 unless such residential facility meets the standards promul-

23 gated under parts C or D of this title or has demonstrated

24 to the Secretary for a reasonable period of time that it has

25 actively implemented the requirements cif part B.

ti
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1 (b) The funds to which any individual would otherwise

2 be entitled to have paid on his behalf to any ventor of resi-

3 dential services or program of community care, public or pri-

4 vate, shall be reserved for bim and administered by the Social

5 Security Administration in the same manner as benefits under

6 title II of the Social Security Act would be administered on

7 his behalf were he entitled to same.

'8 EVALUATION AND PERFORMANCE CRITERIA
A

9 8Ep. 207. (a) The Secretary of Health,"Education,-and

10 Welfare, in consultation with the Council established pur-
.

11 suant to section 202 of this title, shall develop and transmit

12 to the appropriate committees of Congress within 18 months

13 after the date of enactment an evaluittion system and plan

14 for implementation of such system designed to:

15 (1 assess the adequacy of all education and train-

16 ing, habilitation, rehabilitation, early childhood, diag-
%

17 nostic and evaluation services, or any other services or

18 assistance under all laws administered by the Secretary;
4 6

19 and

20 (2) develop specific criteria designed to provide ob-

21 jective measurement of the development progress of a

22 developmentally disabled individual, which may be uti-

23 lined by public agencies, residential facilities, and com-

24 munity based facilities and agencies to evaluate the

25 effectiveness of the services provided to such individual,

7
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1 (b) Tit developing such evaluation system theSecretary

2 shall insure that such system is consumer oriented and is

- 3 designed to

(1) evaluate the effects of services on the lives of

5 consumers, utilizing information and data obtained from

6 individualized written habilitation plans as required

7 under section 211,

8 (2) evaluate the overall impact of State and local

9 programs for the developmentally disabled,

10 (3) provide and evaluate the cost-benefit ratios of

11 particular service alternatives, and

12 (4) provide that evaluation of program quality

13 shall be perforMed by individuals not directly involved

11 in the delivery of such services to the program being

15 evaluated.

16 (c) The Secretary, in consultation with the Council

11 .established pursuant to section 202, shall make grants and

184 enter into contracts to conduct feasibility studies to assist in

19 developing the evaluation system required under subsection

20 (a) except that such grant or contract shall not be entered

21 into with groups or individuals who are directly related to

22 the program being evaluated.

23 (d) There are authorized to be appropriated to carry

24 out the purposes of this section $1,000,000 each for the fiscal
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1 year ending Juno 30, 1975, and for the succeeding fiscal

2 year.

3 PART BrALTERNATIVE CRITERIA. FOR COMPLIANCE IN

4 LIEU OF STANDARDS FOR RESIDENTIAL AND CONE-

5 MTN= FACILITIES AND AGENCIES

6 PERFORMANCE CRITERIA

7 SE°. 210. (a) The Secretary shall specify detailed per-

8 formanee criteria for measuring and evaluating the develop-

mental progress of a person with developmental disabilities

10 who is receiving direct service in a residential or community

11 based facility or-agency and minimum compliance levels for

12 such criteria which shall be applicable to residential and com-

13 munity facilities and agencies. Such performance criteria

14 shall be developed pursuant to section 203 and shall be con-

15 sidered, along with minimum compliance levels, as required

16 standards under this part.

17 (b.) Prior to approving any compliance plan submitted

18 under section 203, the Secretary shall obtain adequate as-

19 surance of compliance with the performance criteria de-

20 veloped under such section.

21 INDIVIDUALIZED WRITTEN UAI3ILITATION PLAN

22 SEC. 211. (a) The Secretary shall insure that an indi-

23 vidualized written habilitation plan is developed and modified

24 at frequent intervals on -behalf of each developmentally dis-

25 abled person who is in a residential facility or community

78



74

72

facility and agency for which standards have been established

2 under this Act or under any other federally assisted State or

3 local prograni specified by the Secretary.

4 (b) Each individualized written habilitation plan shall

5 be developed jointly by a-representative or representatives of

the facility or Agency primarily responsible for delivering or

7 -000rdinating the delivery of Services to the developmentally

8 disabled person in a residential facility or community facility
I

9 and agency and the developmentally disabled person (or, in

10 appropriate cases; his parents or guardian) . In any case in

11 which such developmentally disabled person is receiving serv-

12 ices from two Or more distinct service agencies, the agency

13 primarily responsible for delivering or cooAdinating the deliv-

14 ery of such services will also be responsible for insuring that

15 all services are made part of the individualized written habili-

16 tation plan.

17 (c) Each individualized written habilitation plan shall

18 be reviewed at least annually by the agency primarily re_

19 sponsible for delivery or coordinating the delivery of services

20 referred to, in subsection (b) at which time the deyelopmen:-

21 tally disabled person (or, in appropriate cases, his parents or

22 guardian) willbe afforded an opportunity to review such

23 plan and jointly redevelop its terms. Such plan shall include

24 but not be.limited to (1) a statement of long7term habilitation

25 goals for the developmentally disabled person and intermedi-
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I ate habilitation objectives related to the attainment of such

' 2 goals, (2) a statement of specific -habilitation-servicPq to $e

3 provided, (3) the projected date for the initiation. and the

4 anticipated duration of each such service, and (4) objectiVe
.

k 5 criteria and an- evaluation procedure and schedule for deter=

mining whether such objectives and goals are being achieved:

(d) Each individualized written;habilitation plan shall\8 conform to the folloWing basic criteria':

(1) the initial plan shall be developed upon the,per2

1 ( son's application for service;
,

U (2) such plan shall reflect the,ee of assessment data

12' in at least the following areas:

13 (A) sensor-motor development;

14 (B) communicative development;

15 (0) social development;

16 (V) affective development; and

17 (E) rognitivo development;

18 (.3) the 'objectives of such plan shall. be *develpped

19 INith the participation of:

20 't (A) the person;

21
I

1

(B) the person's family or guardian;

22 (0) All relevant agency staff members; and
i

23 . (D) staff of other agencies involved in seining

24 the person;
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1 (4) the objectives of such plan shall be-

2 (A) stated separately;

3 (B) stated- in sequence with specific dine pa-

4 riods ; and

5 (0) expressed itu behavioral terms that provide

6 measurable indices of progress;

7 (6y such plan shall describe the conditions, activi-

8 ties, or barriers that interfere with the achievement of.

9 the objectives;

10 (6) such- plan shall specify modes of intervention

for the achievement of the stated objectives;

12 (7) such plan shall identify agencies which will

13 deliver the services required;

14 (8) such plan shall identify a designated focus of

15 responsibility for utilizing and coordinating services

16 provided by different practitioners or agencies;

17 (9) such planshall include a specification of pro-

18 posed' day-to-day training activities designed to assist

19 in attaining the stated objectives;

20 (10) such plan shall be written in functional terms

21 that are understandable to the person, and, as appropri-

22 ate, his or her parents or guardians;

23 (11)- such plan shall be reviewed at least quarterly

24 in order to-

25 (A) measure the person's progress;
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1 ' (B) modify the objectives of the plan as nee-

1 2 essary;

3 (b) determine the services that are needed; and

4 (D) provide guidance and remediation tech-i

5 niques to modify barriers'to growth; and

6 (42) such plan shall include a Nviitten agreement

7 that specifies .the role and objectives of each party to the

8 implementation of the individualized written habilitaiion

9 plan.
4

10 (e) The Secretary shall also insure that; in developing

11 and carrying 'out each individualized written habilitation

12 plan, primary emphasis will be given to placing the person in

13 the least restrictive program and living environment comment

14 surate with his capabilities and needs.

(f) The Secretary shall specify detailed performance

16 criteria for measuring and evaluating the deVelopmental

17 progress of Bevel' pmentally disabled persons attained through

18 the use of such individualized written habilitation plans.

J9 PROGRAM COORDINATION

20 SEC. 212. (a) Each person served by an agency. shall

21 be assigned by such agency a program coordinator responsible

22 for implementing the person's individual written habilitation

23 plan. The program coordinator's service to a person shall be

24 terminated only when responsibility for service to the person

25 has been effectively assumed by another agency, at which

51-713 0 75 5
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1 time a new program coordinator shall be assigned by the

'2 agency assuming responsibility(

3 (b), hieh agency shall inure that=

4 (1) the person or his family shall participate in

the selection of the program coJrdinator* and the pro-,
gram coordinator shall be iducifim. to the person, to his

7 family, and to apropria th staff members;

8 (2) the program, coordinator ,shall attend to the

9 total spectrum of the person's needs, including, but not

10 , limited to, housing, family relationships, social activi-

ties, education, finances, employment, hdalth, recreation,

12 and records. In respect to these areas the progrqm co-

13 ordinator shall determine whether the person's needs

14 are being met- and how such needs are being met; '

15 (3) the.program coordinator shall provide support -

16 ive services t? the person and his family;

17 (4) to 'keep the individual ,written habilitation plan

18 up to dale, the program coordinator shall secure relovant

19 data from other agencies providing service;

20 (5) the program coordinator shall provide docu-

21 mentation relevant to the review of the individual written

22 habilitation plan as required by section 211; and

'23 (6) the program coordinator, or another agency

24 staff member, shall assist the person, his or her family,
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.or his or her guardian, in planning for ana securing

8 living arrangements that are adaptesa, to the{ perso's

3 needs.

4 \, PROTECTIVE AND PERSONAL ADVOCACY

5 SE°. 213. (a) The Secretary shall. insure that a system

6 of protective and personal advocacy is established in each

'T State to monitor programs and services and protect the \

8 human and legal rights of each developmeintalll disabled

9 person served by residential facilities or programs of corn-
,

10 munity care within the State.

11 (b) The Secretary shall insure that for each such sys-

12 tem an agency or entity is designated which (1) is independ-

13 of any agency providing services directly or indirectly,

14 (2) is capable of providing protective and personal advocacy

15 services, and (3) shall be responsible for monitoring and

16 auditing the individualized programs of persons to insure

17 that they receiNfa all of the benefits, services; and rights to

18 which they are', entitled under any law or program there-

19 under.

20 (c) (11 Such system shall include the establishment of

21 an independent entity which, bas the authority to receive all

22 complaints regarding the infringement of rights, or denial

.23 of benefits, or the failure to provide services necessary to as-

24{' sure the human and legal rights of all developmentally dis-

25 abled persons within the State.
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1 (2) Each entity establitlecl pursuant to paragraph (1)

2 shall be empowered to render a decision with respect to any

3 complaint, including an order to provide services or such

4 other remedy which may be deemed appropriate, and such

5 decision shall be final and. binding. Prior to the issuance, of

6 any order or decision rendered pursuant to this paragraph,

any party which may be affected by such order or decision

.8 may request a hearing, which shall be held within 60 days

9 after a complaint is received, and such order or decision shall

be rendered within 60 days after such hearing is concluded.

11 Such order or decision shall be subject to appropriate judicial

12 review.

13 RECORD REQUIREMENTS

14 SEC. 214. (a) The residential and community facilities

15 and agencies shall keep such records.as the Secretary or the

16 State may deem appropriate to evaluate the effectiveness of

17 performance and compliance with the provisions of this part.

18 (b) Each residential and community facility and agency

19 shall identify the number of developmentally disabled persons

20 rejected for services by such facility or agency, and the rea-

21 sons for each such rejection, and report such information

22 every 6 months to the Secretary and the State.

23 MINIMUM STANDARDS FOR USE WITII TILE

24 ALTERNATE PROCEDURE

25 SEC. 215. Each residential and community facility and

26 ggrncy desiring to use the alternative procedures of this part
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1 in lieu of compliance with parts C and D of this title shall

2 insure-

3 (1) that close relatives shall be permitted to visit

4 a person at Any reasonable hour and without prior

5 notice: Provided, That the privacy and rights of the

6 other residents and person are not infringed thereby;
o

7 (2) the implementation of advocacy for all residents

8 and persons;

9 (3) that no individual whose needs cannot be met

10 by the residential facility or agency shall be admitted

11 to it;

12 (4) that the number of persons admitted as resi-

n dents or persons to the residential facility or agency shall

14 not exceed,

15 (A) its rated capacity; and

16 (B) its provisions for adequate programing;

17 (5) that there is a regular, at least annual, joint

18 review of the status of each resident or person by all

19 relevant personnel, including personnel in the living

20 unit program recommendations for implementation,

21 to include -

22 (A) consideration of the advisability of con-

23 tinned residence and alternative programs, and

24 (B) at the Lime of the resident's or person's

25 attained majority, or if he becomes emancipated

26 prior thereto.,
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1 (i) the resident's or person's need for re-

2 maining in the residential facility;

3 (ii) the need for guardianship of the resi-

4 dent or person; and

5 (iii) the protection of the resident's or

6 person's civil and legal rights;

7 (6) that mistreatment of residents and persons

8 shall be strictly prohibited, that any such mistreatment

9 shall be reported immediately by the facility or agency

10 to the State, that--

11 (A) all alleged incidents of mistreatment

12 foriroughly investigated;

13 (B) the results of such investigation are re-

14 ported to the chief executive officer; or his desig-

15 nated representative, within 24 hours of the incident;

16 and

17 (0) appropriate sanctions are invoked when

18 the allegation's of mistreatment are substantiated;
t

19 (7) that living unit personnel shall train residents

20 and persons in activities of daily living and in ti c: de-

21 velopment of self:help and social skills;

22 (8) that living unit personnel shall be responsible

23 for the development and maintenance of a warm, family

24 or home like environment that is conducive to the
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1 achievement of optimal development by the resident

2 or person;

3 (9) that the rhythm of life in the living unit shall

4 resemble the cultural norm of the resident's or person's

5 nonretarded or nondevelopmentally disabled age peers,

6 unless a departure from this rhythm is justified on the

7 basis of 'maximizing the resident's or person's human

8 qualities;

9 (10) that residents_and_persons shall be assigned

10 responsibilities in the living unit commensurate with

11 their interests, abilities, and developmental plans, in order

12 to enhance feelings of self-respect and to develop skills

13 of independent living, and that multiple-handicapped

14 and nonambulatory residents or persons shall-

15 (A) spend a major portion of tficir waking day

16 out of bed;

17 (B) spend a portion of their making day out

18 of their bedroom areas; and

19 (0) have planned daily activity and exercise

20 periods;

21 (11) that residents and persons shall be provided

22 with systematic training to develop appropriate eating

. 23 skills utilizing adaptive equipment where it serves the

24 developmental process;

3
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1 (12) that, in accordance with the normalization

2 principle, all professional services to mentally retarded

3 and other persons with developmental' disabilities shall,

4 to the extent feasible, be provided in the community,

5 rather than in a residential facility, and where provided

6 lu a residential facility, such s9rvices must be at least

7 comparable to those provided in the community;

8 (13) that educational services (defined as deliberate

9 attempts to facilitate .the intellectual sensorhnotor and

10 effective development of the individual) shall be avail-

11 able to all residents and persons regardless of clirono-

12 logical age, degree of retardation, or accompanying'

, disabilities or handicaps, and for residents or persons of

.14 legal school ago the State shall insure that the State

la educational agency provides educational services equiv-

16 alent to those provided to the nonhandicapped popula-

r tion; and

18 (14) that special attention shall be given those resi-

19 dents and persons, without active intervention, are at

20 the risk of further hiss of function, including-

21 (A) early diagnosis of disease;

22 (B) prompt treatment in the early stages of

23 disease;

2 (0) limitation of disability by arresting the

25 disease process;
m

89
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(D) prevention of complications and sequelae;

2 and

3 (E) rehabilitation services to raise the resident

4 _ , or person to his greatest possible level of function in

5 spite of his or her handicap, by maximizing the use

6 of his or.her existing capabilities;

7 (15) that the civil rights of all residents are assured;

8 (16) that no physical restraint shall be employed _

unless absolutely necessary. Restraint shall not be used

10 as punishment or substitute for program, and a written

11 policy available to the public shall govern iny use of

12 restraint. Orders for restraint shall not be in force for

13 periods of longer than twelve hours. Residents pla.ced in

14 restraint shall be checked at least every thirty minutes by

15 trained staff. Mechanical resfraints shall be designed to

16 insure the least discomfort. Oppoilunity for motion and

17 exercise shall be provided for not less than fifteen minutes

18 during each two hours when restraint is employed.

19 Totally enclosed cribs and barred enclosures shall be

20 considered 'restraints;

21 (17) that chemical restraint shall not be used execs-

22 sively, or as punishmenor substitute for program or in

23 quantities that inferfere with habilitation programs;
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(18) that a nourishing; well-balanced diet shall be

provided all residents;

(19) that medical and dental services shall be pro-

vided to all residents and shallinclude

(a) preventive health services;

(b) evaluation, diagnosis, consultation, and

treatment; and

8 (c) infections and contagious disease control;

9. (20) that, adequate fire and safety standards as

10 promulgated in regulations by the Secretary shall be met,

11 and-sierirandards shall include-

12 (a) adequate and alternate exits and exit doors;

(b) exit ramps with nonskid surfaces and slopes

14 not to exceed one foot in twelve;

15 (e) handrails on stairways;

16 (d) unencumbered aisles and exits and unclut-

17 tered floors; and

18 (e) proper storage and other adequate safe-

19 guards for flammable materials;

20 (21) that paint used in faculties shall be lead free;

21 and."

(22) that there shall be adequate sanitation and

23 waste disposal procedures to protect the health of the resi-

24 dents.
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1 PART O--:STANDARDS FOR RESIDENTIAL FACHMES FOR

2 MENTALLY RETARDED AND OTHER PERSONS WITH

3 DEVELOPMENTAL DISABILITIES

4 Chapter 1.ADMINISTRATIVE POLICIES AND

5 PRACTICES

6 Subchapter IPhilosophy, Location, and Organization

7 . SEC. 220. (a) The, ultimate aim of the residential fa-

8 aity shall be to fostCr those behaviors that maximize the hu-

9 man qualifies of the resident, increase the complexity of his or

10 her behavior, and enhance his or her ability to, cope with;his

11 or her environment.

12 (b) The residential facility shall accept and implement

13 the principle of normalization, defined as the use of naeans

14 that are as culturally normative as possible to elicit and main-

15 tain behavior that is culturally normative as possible, taking

16 into account local andsubcultural differences.

17 (a) The names of residential facilities, the labels applied

38 to their users, and the way these users are interpreted to the

19 public should be appropriate to their purposes and programs

20 and services should not emphasize "mental retardation" or

21 "deviancy".

'32 '(d) Residents should not be referred to as "patient"

2:I except in a hospital-medical context; as "kids" or "children"

24 if they are adults; or as,"inmat,s"; or as "clients".
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SEC. 221. (a) The residential facility should be located

2 within, and conveqiently accessible to, the popitlation served,

3 so as to have access to necessary generic community services.

4 (b) The residential facility should not be isolated' from
. .

5 society or community by factors such as:

6 (1) difficulty of access, due to distance or lack of

7 public transportation;

8 (2) architectural features;

9 (3) sociocultural .or psychological features; and

(4) rules, regulations, customs, and habits.

(c) Protection devices (such as fences and security

12 windows), where necessary,. should be inconspicuous, and

13 should preserve as normal an environmental rppearance as

14 possible, so as to permit the pursuit of nornial activities.

15 (d) The residential facility should be ii sale with the

16 community in which it is located.

17 (e) The residential facility and the surrounding corn-

18 rnunity should be encouraged to share their services and re-

19 sources on a reciprocal basis.

20 (f) The community in which the residential facility

21 is located should be capable of meeting the needs of the res-

22 idential facility's residents for generic and specialized services,

23 (g) The community in whieb_the -residential facility

24 is !mato& shouidid-capable of absorbing, and encouraged
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1 to absorb, into its cultural life those residents capable of

2/ pqrticipation in that life.

3 (h) The residential facility shall have available a cur-
.

4 rent descriptive directory of community resources.

5 SEC. 222. (a) Residents should be integrated to the

a greatest,possible extent with the general population. To this

7 end, generic and specialized community services, rather

8 than residential fadility services, should be used extensively

or, if Possible, completely. The ,residents should, including

lo but not limited to

ll (1) attend (special) classes or programs in regu-

12 lar schools;

13 (2) attend religious instruction and worship in the

14 community;

15 (3) utilize medical; dental, and all other proles-

16 sional services located in the community;

17 (4) use community rather than residenliiiti,ircility

18 recreation resources, such as bowling, alleys, swimming

19 pools, movies, and gymnasia ;

20 (5) shop in community stores, rather than in in-

21 dustrial facility stores and cant ens; and

22 (6) work in as integrated a fashion as possible.and

23 sheltered employment should be in regular industry,

24 and among nonretarded workers; sheltered workshops

25 should be in the community; and work that must be on

9 1
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1 the campus of the industrial facility should. afford,.maxi-

2. mal contact with nonretarded persons.

3 There shall be evidence of professional and public education

4- to facilitate the integration of residents, as above set forth.

5
(b) The /residential facility should be divided into

6 ° groupings of program and residence units, -based upon a-

7 rational plan to meet the ,needs of the residents and fulfill

_a the purposes of-the residential facility.

9 SEC. 223. The residential facility shall to the maximuly

19 extent feasible move residents from- -

11 ;(1) more to less structured living;

12 (2) larger to smaller residential facilities;

13 (3) larger living units to smaller living units;

14' (4) group to indhiidual residence;

15 (5) depenile;CtOlindependent living; and

16 (6) segregated t() integrated

-17 / Subchapter IIGeneral Policies and Practices

18 SEC. 224. ,(a) The residential facility shall have a

19 written outline of the pliilosophy, \bbjectives, and goals it is

striving to achieve, that is available for distribution to staff,

21- consumer representatives; and the interested public, and that

22 shall include bur need notibe limited to:

23 (1) its role in the State comprehensive program

2t for the mentally r tardel and other individuals with

25 developmental disabilities;
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1 (2) its concept of the rights of its residents;

2 (3) its goals for its residents;

.3 (4) its concept of its relationship to the parents

4 of its residents, or to their surrogates; ,

5 (5) its concept of its relationship to the community,

6 zone, or legion from which its-residents come;

7 (6) its concept of its responsibility (through re-

search, training, and education) for improving methods,

tuAderstanding, and support for the mehtal retardation

and developmentally disabled field. C

(b) Thl residential facility shall have a plan for

evaluation linimodification to maintain:

8

9

10

11

12

13

14

45

16

(111the consistency of its philosophy, objectives,

and goal; advancements in knowledge and profes-

sional practices; and

(2) the consistency of its practices with its phi-

losophiy, objectives, and goals.

(e) 'The residential facility shall' have a manual a on

19 policieS and procedures, describing the current methods,

20 forms, processes, and sequence of events being followed to

21 achieve-its objectives and; goals.

22 l'he residential-facility shall have a written state-

23 ment of poliCies and procedures concerning the rights of

24 residos:liatE
. .

9t
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(1) assure the civil rights of all residents;

2 (2) are in accordance with general and special

3 rights of the mentally retarded and other individuals with

4 developmental disabilities as defined by the Secreiary in

5 accordance with section 201 of this title; and

6 (3) define the means of making legal counsel avail-

7 ',able to residents for the protection of their rights.

8 SEC. 225. (a) The residential facility shall have a

g written statement of policies and procedures that protect

10 the financial interests of residents and that provided for-

11 (1) determining the financial benefits for which

12 the resident is eligible;

13
(2) assuring that the resident receives the funds for

14 incidentals and for special needs (such as specialized

15 equipment) that are due him or her under public and pri-

16 vate financial support programs; am)

17 (3) when large sums accrue to the resident, pro -,

18 viding for counseling of the resident concerning their

19 use, and for appropriate protection of such funds.

20 (b), Procedures in the major operating units of the resi-

21 dential facility shall be described in manuals that are current,

22 relevant, available, and followed.

23 (c) The residential.facility shall have a summary of-the

24 laws and regulations relevant to mental retardation and

c
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1 other doveiopmental disabilities and to the function of the
.0

2 residential facility.

3 (d) The residential facility shall have a plan for a con-
- 7

4 tinuing management audit to insure compliance with State

laws and regulations and the effective implementation of its

6 stated policies and procedures.

7 SEC; 226. (a) A public residential facility shall have

8 documents that describe the statutory basis of its existence,

9 and describe the administrative framework Of the govern-
..

10' mental department in which it operates.

11 (b) A private residential facility shall have documents

that include its charter, its constitution and bylaws, and its

13 State license.

14 SEC. 227. (a) The governing body of the residential

15 facility shall exercise general direction and shall establish

16 policies concerning the operation of the residential facility

17 and the welfare of the individuals served.

18 (b) The governing body shall* establish appropriate

qu. alifieations of education, experience, personal factors, and

20 skills for the chief .executive officer. The chief executive officer

21 shall have had training and experience in the administration

22 of human services. The chief executive officer shall have

23 administrative ability, leadership ability, and an understand-

ing of mental retardation and other ilevelopiikiltal disabilities.

25 Where the chief executive officer is required also to have had

51.113 0 - 75 -
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'lining in a professional service discipline, such training

2 shaill be in a discipline appropriate to the residential facility's

3 program.

4 (c) The governing body shall employ a chief execu-

5 -tive officer -so qualified, and.- shall delegate -to him or her

6 authority and responsibility for the management of the affairs
o

7 of the residential facility in accordance with established

8 policies.

9 (d) The chief executive officer shall -

10 (1) designate an individual to act for him or her in

11 his or her absenee;.

12 (2) make arrangements so that some one individ-

13 ual is,fesponsible for, the administrative direction of the

14 residential facility at all times;

15 (3) when an assistant chief executive officer is

16 employed, the qualifications required for this position'

17 shall be in compliance with those stated above fo. r UK--

18 chief executive officer; and

19 (4) there shall be on the premises of the residential

20 facility at all times a person designated by tho chief

21 executive officer, or the person acting for him or her, to

22 be responsible for the supervision of the residential

23 facility.

24 SEC. 228. (a) The residential facility shall be admin-

25 istered and operated in accordance with sound management

26 principles.

r.
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1 (b) The type of administrative organization ,of the

2 residential facility shall be appropriate to the program needs

3 of its residents.

4 (e) The residential facility shall have a table of orga-

5 nization that shows the governance and administrative pat -

6 tern of the residential facility.

7 (d) The table of organization shall show the major

8 operating programs:.of the residential facility, with staff di-

g visions, the administrative personnel in charge of the pro -

10 grams and divisions, and their lines of authority, responsi-

11 bility, and communication.

12 (e) The organization shall provide for the judicious

13 delegation of administrative authority and responsibility

14 among qualified members of the staff, in order to distribute

15 the administrative load of the residential facility and to

16 accelerate its operating efficiency.

17 (f) The organization shall be such that problems re,.

18 quiring ongoing decisionmaking regarding the welfare of

19 the resident are' handled primarily by personnel on the

20 lowest level competent to resolve the problem.

21 (g) The organfrittion shall provide for the utilization

22 of staff with different levels, of training by using those with

23 more adequate training to supervise and train those with

24 lesser training.

100
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1 (h) The organization shall provide effective channels

2 of communication in all directions.

3 (i) The residential facility shall have a plan for im-

4. proving the quality of staff and services that shows how the

5 staff functions by programmatic responsibilities in establish-

ing and maintaining standards of quality for services to resi-

t dents. The plan shall show how the residential facility's orga-

8 nizational structure enables the following functions:

9 (1) determinatiOn, of standards for quality of

10 servicesto the residents;

11 (2) establishment of qualifications for personnel;

12 (3) recruitment of qualified personnel;

13 (4) initiation of preservice and inservice training

14 and staff development programs;

15 (5) work with administrators, supervisors, and

16 staff of the administrative units of the residential fa-

cility to 'secure and assign qualified personnel to such

18 units;

19 (6) annual evaluation of staff performance;

20 (7) continuous evaluation of program effectiveness;

21 and

22 (8) development and conduct of appropriate re-

23 search activities:

24 SEC. 229. (a) The administration of the residential

25 facility shall provide for effective staff and resident participa-

1 0
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1 tion and communication. Staff meetings shall be regularly

2 held. Standing committr appropriate to the residential

3 facility, such as records, safety, human rights, utilization

4 review, research review and infection and sanitation, shall

5 Meet regularly. Committees shall include resident participa-

6 tion, whenever appropriate. Committees shall include the

7 participation of direct -care staff, whenever appropriate.

(b) Minutes and reports of staff meetings, and of

9 standing and ad hoc committee meetings shall include rec-

10 ords of recommendations and their implementation, and-shall

11 be kept and filed. Summaries of the minutes and reports of

12 staff and committee meetings shall be distributed to partici-

13 pants and to appropriate staff members. Various forms of

14 communition (such as meetings, minutes of meetings,

15 directives, and bulletins) shall be utilized to foster under-

16 standing among the staff, among the residents, between staff

17 and residents, and between residential facility, community,

18 and family.

19 SEC. 230. (a) The facility shall designate a percentage

20 of its operating budget for self-renewal purposes, including

21 but not limited to:

22 (1) detelopment of operational data records;

23 (2) research on its own programs;

24 (3) evaluation'by qualified persons who are not part

25 of the residential facility;
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(4) elicitation of feedback from consumers of the

residential facility's services, or from their representa-
,,

3 fives; and

4 (5) staff education:

5 (b) The findings generated by the foregoing activities

6 shall be actively and broadly disseminated to:

7 (1) all members of the residential facility's staff;

8 and

9 (2) consumer representatives, when appropriate.

10 (c) The residential facility shall have a continuing sys-
0

11 tem for collecting and recording accurate data that describe.

12 its population, in such form as to permit data retrieval did

13 usage for description, programing of services, and research.

14 Such data shall include, but need not be limited to:

15 (1) number by age-groups, sex, and race;

16 (2) number grouped by levels of retardation

17 (profound, severe, moderate, mild, and borderline),

according to the appropriate nationally recognized pro-

10 fessfonal association on mental deficiency's manual on

20 terminology and classification in mental retardation;

21 (3) number grouped by levels of adaptive behavior,

22 according to the appropriate nationally recognized

23 professional association on mental deficiency classifica-

24 flop;

25 (4) number with physical disabilities;

103
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1 ., (5) number ambulatory and nonambulatory (mo-

gile and nonmobile) ;

3 (6) number with sensory defects;

(7) nunther with oral and other communication

5 handicaps ,' and

6 (8) number with convulsive disorders, grouped by

7 level of seizure control.

8 SEC. 231. The residential facility shall have a descrip-

9 On of services for residents that is available to the ,public

10 and that includes information including but. not limited to:

11 (1) rou served;

12 (2) limitations concerning age, length of residence,

13 ex type or degree of handicap;

(3) the plan for grouping residents into program

15 and living units .;\

/ 16 (4) preadmisskon and admission services;

17 (5) diagnosis and evaluation services;

18 (6) means for individual programing of residents

19 in accordance with need;

20 (7) means for implethentation of programs for

21 residents, through clearly deignated responsibility;

2 (8) the therapeutic and 'developmental environ-

s;:; ment provided the residents; and

24 (9) release and follow-up,Services and procedures.

)- SEC. 232. (a) The residential:facility shall provide
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1 for meaningful and extensive consumer-representative and

2 public participation, by the following means:

5

(1) the policymaking or governing board (if any)

shall include consumers or theirlepresentativts (for

example, parents) , interested citizens, and relevantly

6 qualified professionals presumed to be%free of conflicts

7 of interest;

8 .(2) when a residential facility does not have a

9 governing board, its pollZynutking authority shall ac-

10. tively seek advice from an' advisory body cothposed as

11 described above;

12 (3) the residential facility shall actively elicit

13 feedback from those consumers of its services (and their

14 representatives) who are not members of the aforemen-

tioned governing or advisory bodies;

16 (4) there shall be an active program of ready, open,

17 and honest communication with the public. In structuring

18 visits to the residential fability by per§ons not directly

19 concerned with a resident, however, steps shall be taken

20 both to encourage visit3ng and to consider the sensibilities

21 and privacy of the residents. Undignified display or

22 exhibitions of residents shall be avoided, and normal

23 sensibility shall be exercised in speaking about-a resident;

24 (5) personnel shall be permitted to communicate

25 their views about a resident and his needs and program

1 0 5
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to hig relatives. Personnel shall be trained to properly

and competently assume this responsibility;

(6) the residential facility shall maintain active

means of keeping residents' families or surrogates in-

formed of activities related to the residents that may be

of interest to them;

(7) communications_ to the residential facility from

residents' relatives shall be promptly and appropriately

handled and answered;

(8? close relatives shall be permitted to visit at any

reasonable hour, and without prior notice. Slops shall be

taken, however, so that the privacy and rights of the

other residents are not infringed by this practice;

(g) parents and other visitors shall be ene'our-
. \

aged to visit the living units, with due regard for

privacy. There shall be residential facilities for visiting

that provide privacy in the living unit (but not special

rooms used solely for visiting) ;

(10) parents. shall be permitted to visit all parts of

the residential facility that provide services to residents;

(11). frequent and informal visits home shall be

encouraged, and the regulations of the residential facility

shall encourage rather than inhibit such' visitations;

(12) there shall be an active citizens' volunteer pro-
.

25 gram; and t
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1 (13) thSesidential facility shall acknowledge the

2. need for, and encourage the implementation of,,advocacy

, 3= for all residfnti.

4' (b) A publig eiltication and ififomation *program

5 shot...41'1e established that utilizes all communication media,

6 and all' service, religious, and civic -groups, and so forth,

7 to develop attitudes of understanding and acceptance of the,

8 mentally retarded and other individuals with developmental

9 disabilities in all aspects of community living.

10 Subchapter IIIAdmission and Release

SEC. 233. No individual whose needscannot be met by

12 the residential facility shall be admitted to it. The npmber

13 admitted as residents to the 'residential facility_ shall not
.

14 exceed-

15 (1) its rated capacity; and
-tik16 (2) its provisions for adequate programing.

17 SEC. 234. (a) The laws, regulations, and procedures

18 concerning admission, readmission, and release shall be sum -

19 marized and available for distribution. Admission and re-

20 lease procedures shall

21 (1) encourage voluntary admission, upon appliea.

Lion of parent or guardian or self;

23 (2) give equal priority to persons of comparable

24 need, whether application is voluntary or by a part;
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(3) facilitate emergency, partial, and short-term

residential care, where feasible; and
4

3 (4) utilize the maximum feasible amount of volun-

4 tariness in each individual case.

5 (b) The determination of legal incompetence shall be

6 , separate from the determination of the need for aesidential

7 services, and admission to the residential facility shall not

8 automatically imply legal incompetence.

9 SEC. 235. (a) The residential facility shall admit only

10 residents who have had a comprehensive evaluation, covering

ii physical, emotional, social, and cognitive factors, conducted

12 by an appropriately constituted inter&ciplinary team.

13 (b) Initially; service need shall be defined without

14 regard to the actual availhbility of the desirable options.

15 All available and applicable programs of care, treatment,

16 and training shall be investigated and weighed, and the

17 deliberations and findings recorded. Admission, to the resi-

n. dential facility shall occur only when it is determined to be

ig the optimal available plan. Where admission is not the

20 optimal measure, but must nevertheless be recommended or

21 implemented, its inappropriateness shall be clearly acknowl-

n edged and plans shall be initiated for the continued 'and ac-

23 tire exploration of altermitives.

24 (c) The intended primary beneficiary of the admission

25 shall be clearly specified as
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1 (1) th8 resident";

2 (2) his Or her. family;

3, ----;(3).,hik,or her community;

4 (4). society; and

5 (5). any combination of the above.

6 (d) All admissions to the residential facility shall be

7 considered temporary, and, when appropriate, admissions

8 shall be time limited. Parents or guardians shall be coun-

4 9 Med, prior to admission, on the relative advantages and

10 disadvantages and the temporary nature of residential serV-
.,

11 ices in the residential facility. Prior to admission, parents or

12 guardians shall, and the prospective resident shtiald,have

13 visited the residential facility and the living unit in which

14 theprospective resident is likely to be placed.

15, SEc. 230. (a) A medical evaluation by a licensed physi-

16 cian shall be made within one week of the resident's admis-

17 sion. Upon admission, residents should be placed in their pro-

18 gram groups, and they should be isolated only upon medical

19 order's issued for specific reasons.

20 (b) Within the period 1 month after admission there

21: shall be:

22 (1)- a review and updating of the .preadmiSsion

23 evaluation;
, ..

24 (2.) - a prognosis that can be used for programing

25 and placement;

iy
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(3) a comprehensive evaluation and individual

2 program plan, made' by an interdisciplinary team;`

3 (4) direct-care personnel shall participate in the

4 aforementioned*activities;

5 (5) the .results of the, evaluation shall be recorded

6 in the resident's unit record;

7 (6) an interpretation' of the evaluation, in action

8- terms, shall be made to:

9 (A) the -direct-care personnel responsible for

10 carrying out the resident's program;

11 (B) the special services staff responsible for

12 carrying out the resident's program; and

13 (0) the resident's parents or their surrogates.

14 (c) There shall be a regular, at least annual, joint re-

15 view of the status of each resident by all relevant personnel,

16 inckfding personnel in the Firing unit, with program recom-

17 mendations for. implementation. This review shall include-

18 (1) consideration of the advisability of continued

19 residence and alternative programs;

20 (g) at the tithe of the resident's attaining major-

21 ity, or if he becomes emancipated prior thereto:

22 (A) .the resident's need for remaining in the

23 residential facility;,

24 (B) the need for guardianship of the resident;
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(0) the exercise of the resident's civil and

2 'legal rights;

3 (3) The results of these reviews shall be:,

4 (A) recorded in the resident's unit record;

5 (B) made available to relevant personnel;

(0) interpreted to the resident's Parents or

7 surrogates;

8 (D) interpreted to the resident, when appro-

9 piiatc ; and

10 (4) parents or their surrogates shall be involved

11 in planning and decisionmaking.

12 SEC. 237. A physical inspection for signs of injury

13 or disease should be made in accordance with procedures

14 established by the residential facility:

15 (A) within 24 hours prior to a resident's leaving

16 residential facility for vacation, placement, or other

17 temporary or permanent release; and

18 (B) within 24 hours following a resident's return

19 - to the residential facility from such absence.

20

21

22

23,

SEC. 238. (a) At the time of permanent release or

transfer, there shall be recorded a summary of findings,

progress, and plans.

(b) Planning for release shall include provision for

24 appropriate services, including protective supervision and
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1 other follow'''. services, in the resident's new environment.

2 Procedures shall be established so that-

3 (1) parents or guardians who request the release

4 of a resident are counseled concerning the advantages

5 and disadvantages of such release; and

6 (2) the court or other appropriate authorities are

7 (:-'7 notified when a resident's release might endanger either

8 the individual or society.

9 (c) When a resident is transferred-to another residen-

10 tial facility there shall be

ll (1) written evidence that the reason for the trans-

12 fer is the welfare of the resident; and-

13 (2) a transfer process that shall insure that the

14 receiving residential facility will meet the needs of the

15 resident.

16 (d) Except in an emergency, transfer shall be made

17 only with,. the prior knowledge, add ordinarily the consent,

18 of the resident. and his or her auardilin.

19 SEC. 239. (a) In the ent of any unusual occur-

20 renee, including serious illness or accidents, impending

21 death, or death, the resident's next of kin, or the person who

22 functions in that capacity (a guardian or citizen advocate)

23 shall be notified promptly and in a compassionate manner.

24 When appropriate, the wighes.and needs of the resident, and
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1 of the next of kin, concerning religious matters shall be

2 determined and, insofar as possible, fulfilled.

3 (b) When death occurs:

4 (1) with the permission of the next of kin or legal

5 guardian, an autopsy shall be performed;

6 (2) such autopsy shall be performed by a gull-

7 fed physician, so selected as to-b-e 'free f any conflict

8 of interest or loyalty;

< 9 (3) the family shall be told of the autopsy find-
./

10 ing,s, if they so desire; pnd

11 (4) the residential facility shall render as mtich

12 assistance as possible in making arrangements for digni-

13 fled religious services and burial, unless contraindicated

14 by the wislies.of the family.

15 (c) The coroner or medical examiner shall be notified

16 of deaths, in accordance with State law.

17 Subchapter IVPersonnel Policies

18 SEC. 240. (a) Adequate personnel services shall be

19 provided by means appropriate to the size of the residential

20 facility. If the sjze of the 'residential facility warrants a

21 personnel director, be shall have had several years of pro-

22 gressively more responsible experience or training in person-

23 nel administration, and demonstrated competence in this area.

24 (b) The residential facility's current personnel policies

25 and practices shall he described in writing:
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(1) The hiring, assignment, and promotion ,of em-

ployees shall be based on their qualifications and abilities,

without regard to sex, race, color, creed, age, irrelevant

disability, marital status, ethnic or national origin, or

membership in an organization.

(2) Written job descriptions shall be available for

7 all positionX.

8 (3) Iieensuie, certification, or standards .suelf as

9 are required in _community practice shall be required for

10 all comparable positions in the residential facility.

(4) Ethical standards of professional eonduct,,,,as

12 developed by appropriate professional societies, shalljfe

13 recognized as applying in the residential facility.

14 (5) There shall be a planned program for career

15 development and advancement for all categories of

16 personnel.

17 (6) There shall be an authorized procedure, eon-

38 sistent with due process, for suspension or dismissal of

19 an employee for cause.

20 (7) Methods of improving the welfare and security

of employees shall include:

' 22 (A) a merit system or its equivalent;

23 (B) a salary schedule covering all positions;

24 (0) effective grievance procedures;
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1 (D) provisions for vacations, holidays, and sick

2 leave;

3' (E) provisions for health insurance and retire-

4 m'ent;

5 (10 provisions for employee organizations;

6 (G) opportunities for continuing educational

experiences, itibluding educational leave; and

8 (II) provisions for recognizing outstanding

9 contributions" to the residential facility.

10 (c) A statement of the residential facility's personnel

if policies and practices shall be available ttp all 'its employees.

12 (d) .All personnel shall be initially screened to deter-

13 mine if they are capable of fulfilling the specific job re-

14 titiirenients. All personnel slia)1 be medically determined

13 to be free of communicable and infectious diseases at the time

16 of emplo3 mein and annually thereafter. All personnel should

17 liaN e a medical examination at the time of employment and

18 annually thereafter. Where indicated, psychological assess-

19_ meat should be included at the time of employment and an-

20 nually thereafter.

21 (e) The performance of each employee ,shall be evalu-

22 ated regularly and periodically, and at least annually. Each

23 such evaluation shall be-

24 (1) _reviewed with the employee; and

. 25 (2) recorded in the employee's personnel record.
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1 (f) Written policy shall prohibit mistreatmenk neglect,

2 or abuse of residents. Alleged violations shall be reported

3 immediately, and there shall be evidence that-

4 (1) all alleged violations .are thoroughly ini'esti-

5 gated;

'6 (2) the .results of such investigation are reported

7 to the chia executive officer, or his or her designated

8 representative, within 24 hours of the report of the

9 incident; and

10 (3) appropriate sanctions are invoked when the

11 allegation is substantiated.

12 SEC. 241. (a) Staffing shall be sufficient so that the

13 residential facility is not dependent upon the use of residents

14 or volunteers for productive services, There shall be a written

15 policy to protect residents from exploitation when they are

16 engaged, in productive work. A current, written ioliey shall

17 encourage that residents be trained for productive, paid

18' employment. Residents shall not be involved in the care

19 (feeding, clothing, bathing) , training, or supervision of other

20 residents unless they-

21 (1) have been specifically trained in the necessary

22 skills;

23 (2). have the humane judgment required by, these

24 activities;

25 (3) are addquately supervised; and

26 (4) arc reimbursed.
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1 (b) Residents who function at the level of staff in

2 occupati6nal or-training activities shall-

3 (1) have the right to enjoy the same privileges as

4 staff; and

5 (2) bepaid at the legally required wage level when

6 employed in other than.training situations.

. 7 (c) Appropriate to the size and nature of the residential

shall be a staff training program that includes:S facility, there

9 (1) orientation for all new employees, to acquaint

10 them with the phibisophy, organization, program, prae-

11 and goals of the residential facility;

12 (2) induction training for each new employee, so

that his skills in working with the residents are increased;

14 (3) inservice training'for emplOyees 'who have not

15 achieved the desired level of competence, and opportuni-

16 tied for continuous inservice training to update and im-

17 prove the.sicills and competencies of all employees;

18 (4) supervisory and management training for all

19 employees in, or candidates for, supervisory positions;

20 (5) provisions shall be made for all staff members

21 to improve their competencies, through means, including

22 but not limited, to-

23 - (A) attending staff meetings;

24 (B) undertaking seminars, conferences, work-

25 shops, and institutes;
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1 (0) attending college and university courses;

2 (D) visiting other residential facilities;

3 (E) participation in professional organize-

4 4011S;

5 (F) conducting research;

6 (0) publishing studies;

7 (II) access to consultants.;

8 (1) access to current literature, including

9 books, monographs, and journals relevant to mental

10 retardation and developmental disabilities;

11 (6) interdisciplindry training programs shall be

12 stressed;

13. (7) the ongoing staff development program should

14 include prbvisions for educating staff 'timbers as re-

search consumers;

16 (8) where appropriate to the size and nature of

17 the residential facility, there shall be an individual

18 designated to be responsible for staff development and

19 training, and such individual should have -

20 (A) at least a "master's degree in one of the

21 major disciplines relevant to mental retardation or

22 other developmental disability;

23 (B) a thorough ,knowledge of the nature of

24 mental retardation and other developmental dis-
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1 abilities, and the current goals, prograuls, and prac-

2 tices in this field;

:(0) a. knowledge of the educational process;

4 (D) an appropriate coinkination of 'academic

5 training and relevant experience;

"6 (E) demonstrated competence in organizing

.7.. and directing staff training program; and

8 (9) appropriate to the size and nature of the resi-
s

9 dential facility, there should be adequate, modern educa-

10 tional media equipment (including but not limited to: ,
11 overhead, filmstrip, motion picture, and slide projectors;

12 screens;,models, and charts; and video tape systems) for

13 the conduct of an inservice training program.

14 (4) Working relations should be established between.

15 the residential facility and n'ea'rby colleges and universities

16 for the following purposes :

17' (1) making credit courses, seminars, and work-

18 shops available-to the residential facility's staff;

19 (2) using residential facility resources for training

20 and research by colleges and universities; and

21 (3) exchanging of staff between the residential fa-

22 cility and the colleges and universities for teaching, re-'

23 search, and consultation.

14
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Chapter 2.-RESIDENT'LLVING

2 Subchapter I Staff - Resident Relationships and

,:t ' Activities

4 SEc..242. (a) Thie primary responsibility of the living

5 unit staff shall be to devote their ,attention to the Core and

6 development of the residents as follows: `?

7 ( ) each resident shall receive appreciable' and

S , appropriate attention each day from the staff in the

9 living unit;

10 (2) living unit personnel shall train residents in

11 activities of daily living and in' the developnient of self;

12 help and social skills; 4 3

(3) living unit personnel shall be responsible for

14 the development and maintenance of a warm, family-

15 or home-like environment that is conducive to the

16 achievement of optimal development by the resident;

17 (4) appropriate provision, shall be -made to en-

18 sure that the efforts of the staff are not diverted from

19 these responsibilities by excessive housekeeping and der:

20 ical duties, or other non - resident -care activities; anff

21 (5) the objective in staffing each liming unit

22 should be to maintain reasonable stability in the assign-

23 met of staff, thereby permitting the development M

24 a consistent inter-perSottal relationship between each

25 resident and one or two staff members.

120



116

114

1 (bYgernberaof the Hying unit staff from all 'hilts shall

2 participate with .an interdisciplinary team in appropriate

3 referral, planning, initiation, coordination, iniplernentation,
t N

4 followthrough, monitoring, and, evaluation activities relative

5 to the care and development of the resident.

6 (c) There shall be speCific evaluation and program

- 7 plans for each resident that are

. 8 (1) available' to direct care staff in each living

9 unit; and

(2) reviewed by a member or members of the

11. interdiseiplifiary program team at least monthly, with

documentation of such review entered in the resident's

record.

14 '(d) Activity schedules for each resident shall be avail-

15 able to direct care staff and shall be implemented daily as

16 follows:

17 (1) such schedules shall not perniit "dead time"

18 of unscheduled activity of more than 1 honk continuous

19 duration; and

t
20 . (2) such schedules shall allow. for individual or

21 groulp free activities, with appropriate materials, as spec-
,

22 ified by the program team.

23 (e) The rhythm of life -in the living unit shall resemble

thebeultural norm forth residents' nonretarded or nondevel-

25 opmentally 'disabled age-peers, unless a. departure from this
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rh3r_thm, is justified on the basis. of maximi4ing the residents'

2 htunaniqualities. Residents shall be assigned, responsibilities

3 in tlx uniteonnn'ensurate with their intereks, abilities,

41 an& developmental plans, in order to enhance feelings of

5 selfrrespe/ cb and.,to develop skills of indepeAnt living. MUT-

6 Jiple-handicapped and nonambulatory residents shall

. 7 (1) sptnul a,major portion of their waking day out

8 of bed;

9

,

(2) spend a pbrtion of their waking day out of

10 their bedroom Idea;

11 ' , (3) haye .planned daily activity, and exer9ise(pe-

12 ' Aiods; and

13 (4) bctrefidered mobile byaarious methods and

14 devices.

' 15 (f) All residents shall have planner) periods out of

16 _doors on a year-round basis. Residents shoaKt be instructed

17 in how to use, and; except as contraindicated. for individual

38 residents by their program plan, should be given opportunity

.19 for freedom of movement-

20 (1) within the residential facility's ground; and

21 (2) without the residential facility's grounds.

22 Birthdays and special events should be individually, observed.

23 Provisions shall be made for heterosexQ interaction.appro-
.

24 priate to the *dents' developmental levels.
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(g) Residents' views and opinions on matters concern-

2, ing them should be elicited aild given consideration in defining

3 the processes and structures that affect diem.

4 (h), Residents shoald'im instructed in the free and

5 unsupervised> use of communication processes. Except as

-6 denied individual residents by team action, for cause, this

7 . should, typically include -

8 (1) having access to telephones for incoming and

9 ". local'outgoing Calls;

10 n (2) _having free. access to pay telephones, or the

11 -equivalent, for outgoing long distance calls;

12 (3) opening their own mail and packages, and

13 generally, ,doing so without direct surveillance; and

14 (4) not having their outgoing mail read by staff,

15 unless requested by the resident.

(i) Residents 'shall be permitted personal possessions,

17 such as toys, books,, pictures, games, radios, arts and crafts

18 materials, religious articles, toiletries, jewelry and letters.

19 (j) Regulations shall permit normalized and normaliz-

20 ing possession and use of money by residents for work pay-

21 ment and property administration as for example, in

22 performing cash and check transactions, and in buying

23 clothing and other items, as readily as other, citizens. In

24 accordance with their developmental level

4
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1 (1) ',allowances or opportunities to earn money

2 shall be available to residents; and

3 (2) residents spell...be trained in the value and

r4 use of money. I

5 (k) There shall be provision -for prompt recognition

6 .and Appropriate management of behavioral problems in the

7 Unit. There shall be a written statement of policies

8 and .procedures for the contro14nd discipline of residents

9 that is-

10 (1)- directed to the goal of maximizing the growth.

11 and development of the residents;

12 (2) available in each living unit; and

13 (3) available to parents or guardians.

14 (1) Residents shall participate, as appropriate, in the

15 formulation of such policies and procedures. Corporal punish,

16 ment shall not be permitted. Residents shall not discipline

17 other residents, except as part of an organized self-govern-

18 bat program that is conducted in accordance with written

19 policy.

20 (m) Seclusion, defined as the placement of a resident

21 alone in a locked,room, shall not be employed.

22 (n) Except as proviiled in subsection (p) , physical

23 restraint shall he employed only when absolutely necessary

24 to priltect the resident from injury to himself and to others,

25 and restraint shall not be employed as punishment, for the
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1 convenience of staff, or as a substitute for program. The

2 residential facility shall have a written policy that definesthe

3 uses of restraint, the staff members who may authorize its

4 use, and a-mechanismanism for monitoring and controlling its use-

5 Order& for restraints shall not be in force for longer than
4

6 124hours. A resident placed in restraint shall be checked

7 at least every 30 minutes by staff trained in the use of

8 restraints, and a record of such checks shall be kept. Me-

9 chanical restraints shall be designed and used so as not to

10 cause physical injury to the resident, and so as tO cause the

11 least possible 'discomfort. Opportunity for motion ,and exer-

12 cise shall be provided for a period of not less than 10 min-

13 utes during each 2 hours in restraint is employed.

14. Totally enclosed cribs and barred enclosures shall be con -

15 sidered restraints.

16 (o) Mechanical supports used in normative situations

17 to achieve proper body position and balance shall not be

18 considered to be restraints, but shall be designed and

19 applied-

20 (1) under the supervision of a qualified profes-

21 sional person; and

22 (2) so as to reflect concern for principles of good

23 body alinement, concern for circulation, and allowance

24 for change of position.

1.

1 2 6. ;
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2 as punishment, for the convenience of staff, as a substitute

3 for program, or in quantities that interfere with a resident's

4 habilitation program.

5 - (q) Behavior modification programs involving the use

-6--of time-out d vices or the use of noxious or aversive stimuli

)7, shall be :

121
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(p) Chemical restraint shall not be used excessively,

8 (1) reviewed and_ approved by the residential'

9 facility's research review and human-rights committees;

10 , (2) conducted only with the consent of the affected

11 resident's parents or surrogates;

12 (3) described in' written plans that are kept on

13 file in the residential facility;

14 (4) restraints employed as time-out devices shall

15 be "applied .for only very brief periods, only during con-
,

16 ditioning sessions, and only in the presence of the trainer;

17

18

19

20

22

23 SE0., 243. (a) Food services shall recognize and provide

24 for the Physiological, emotional, leligioUs, and cultural needs
(

23 of each reident, through provision of a planned, nutritionally

and

(5) removal from a situation for time-out.Purposes

shall not he for more than 1 hour, and this procedure

sh4ll be used only during the conditioning program, and

onlir under the supervision of the trainer.

gtibchapter IIFood Services

1 2 6
4
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1 adequate diet. There shall be a written statement of goals,

2 policies, and procedures that

.1 (1) governs all food service and nutrition activities;

4 (2) is prepared by, or with the assistance of, a nu-
.

5 tritioni,st or dietitian;

6 (3) is reviewed periodically, as necessary, by the

7 nutritionist or dietitian;

8 (4) in compliance with State and local regula-

9

10 (5) is consistent with the residential facility's goals

11 and policies; and

12 (6) is distributed to residential facility personnel. .-

13 (b) When food services are not directed by a nutritionist

14 or dietitian, regular, planned, and frequent consultation with

15 a nutritionist or dietitian should be available. Records of con-

16 sultations and recommendations shall be maintained by the

17 residential facility and by the consultant. An evaluation pro-

18 cedure shall be established to determine the extent of imple-.

19 mentation of the consultant's recommendations.

20 (c) A nourishing, well-balanced diet, consistent with

21 local customs, shall be provided all residents. Modified diets

22 shall be

.23 (1) prescribed by the resident's program ream,

with a record of the prescription kept on file;

127
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1 (2) planned, prepared, and served by poisons who

2 have received adequate instruction; and

3 (3) periodically reviewed and adjusted as needed.

4 (d) Dietary practices in keeping with the religious re-

5 quirements of residents' faith groups should be observed at

6 the request of parents or guardians. Denial of a nutritionally

7 adequate diet shall not be used as a punishment. At least three

8 meals shall be served daily, at regular times, with-

9 (1) not more than a 14 -hour span between a sub-

10 stantial evening meal and breakfast of the following day,

11 and

12 (2) notless than 10 hours between breakfast and

13 the evening meal of the same day.

14
(e) Resident's .mealtimes shall, be comparable to those

15 normally obtaining in the community. Provision should be

16 made for between meal and before bedtime snacks, in keeping

17 with the total daily needs of each resident. Food shall be

18 served-

in (1) as anon as possible after preparation, in order

20 to conserve nutritive value;

21 , (2) in amattractive manner;

22 .(3) in apprOpriate quantity;

23 (4) at appropriate temperature;

24 (5) in a form consistent with the developmeptal

25 level of the resident; and

26
'( 6) with appropriate utensils.

1 2 8
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1 When food is transported, it shall be done in a manner that

.2 maintains proper temperature, protects the food from contam-

3 ination and spoilage, and insures the preservation of nutritive

4 value.

5 (f) All residents, including the mobile nonambulatory,

6 shall eat or be fed in dining rooms, except where contra-

7. indicated for health reasons, or by decision of the team respon-

8 Bible for the resident's program. Table service shall be pro-

vided for all who can and will eat at a table, including

10 residents in wheelchairs. Dining areas /shall-

11 (1) be equipped with tables having smooth, im-

12 pervious tops or clean table coverings may be used;

13 (2) be equipped with tables, chairs, eating utensils,

14 and disheS designed to meet the developmental needs of

15 each resident;

16 (3) promote a pleasant and home-like environment

17 that is attractively furnished and decorated, and is of

18 good acoustical quality; and

19 (4) be designed to stimulate maximum self-develop-

20 ment, social interaction, comfort, and pleasure.

21 (g) Dining arrangements shall be based upon a rational-

22 plan to meet the needs of. the residents and the requirements

23 of their programs. Dining and serving arrangements should

24 provide for a variety of eating experiences (for example,

25 cafeteria and family style), and, when appropriate, for the

1.29
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opportunity to make food selections with guidance. Unless

jtistified on the basis of meeting the program needs of the

particular residents being served, dining tables should seat

small groups of residents (typically four to six at a table),

preferably including both stmos.

(h) Dining rooms shall be adequately supervised and

staffed, for the direction of self-help eating procedures, and to

assure that each resident receives an adequate amount and

variety of food. Staff member; should be encouraged to eat

with those residents who have senii4ndependent or inde-

pendent eating skill6. For residents not able to get to dining

areas, food service practices shall permit and encourage maxi-

13 mum self-help, and shall promote social interaction and en-

14 joyable experiences.

15 .SEC. 244, (a) Residents shall be provided with sys-

16 tematic training to develop appropriate eating skills, utilizing

17 adaptive equipment where it serves the developmental

18 process.

19 (b) Residents with special Po;ng disabilities shall be

20 provided with an interdisciplinary approach to the diagnosis

21 and rernediation of their problems, consistent with their de-

22 velopmental needs.

23' (c)' Direct-care staff shall be trained in and shall utilize

24 proper feeding techniques. Residents shall eat in an upright

25 position. Residents shall eat itia manner consistent with their

51413 0 - 75 130
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developmental needs (for example, infants should be fed in

2 aims, as.nppropriate). Residents shall be fed at a leisurely

3 .rate, and the time allowed for eating shall be such as to per-
,

4 mit adequate nutrition, to promote the development of self-

5 feeding abilities, to encourage socialization, and to provide a

6 pleasant mealtime experience.

7 (d) Effective procedures for cleaning all equipment

8 and all areas shall be followed consistently. Handwashing

9 facilities, including hot and cold water, soap, and paper

10 towels, shall be prAlded adjacent to work areas,.

11 Subchapter HIClothing

12 SEC. 245. (a) Each resident shall have an adequate

33 allowance of neat, cleab, fashionable, and seasonable clothing.

14 (b) Each resident shall have his or her own clothing,

15 which is, when necessary, properly and inconspicuously

16 marked with his or her name, and he or she shall use this

17 clothing. Such clothing shall make it possible for residents to

18 go out of doors in inclement weather, to go for trips-or visits

19 appropriately dressed, and to make a normal appearance in

20" the community.

21 (c) Nonambulatory residents shall be dressed daily in

22 their own clothing, including shoes, unless contraindicated

23 in written medical orders.

24 (d) Washable clothing shall be designed for multi-

131
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handicapped residents being trained in. self-help skills, in

2 accordance with individual needs.

3 (e) Clothing for incontinent residents shall be designed

- 4 to foster comfortable sitting, crawling or'walking, and toilet

5 training.

6 (f) A current inventory should be kept of each resi-

7 dent's personal and clothing items'.

8 (g) Residents shall be trained and encouraged to:

9 (1) select and purchase their own clothing as

independently as possible, preferably utilizing comma-
:

11 nity stores;

12 (2) select their daily clothing;

13 (3) dress themselves;

14 (4) change their clothes to suit the activities in

15 which they engage; and

16 w (5) maintain (launder, clean, mend) their cloth-

ing as independently as possible.

18 SEC. 246. Storage space for clothing to which the

19 resident has access shall be provided. Ample closet and

20 drawer space shall be provided for each resident. Such space

21 shall be accessible to all, including those in wheelchairs.

22 SEC. 247, The, person responsible for the residential

23 facility's resident-clothing program shall be trained or
ss

24 experienced in the selection, purchase, and maintenance of

25 clothing, including the design of clothing for the handicapped.

132



4

128

126

1 Subchapter IVHealth, Hygiene, arid Grooming

2 SEC. 248. (a) Residents shall be trained to exercise

3 maximum indoendence in he4th, hygiene, and grooming

'4 practices, including bathing,' brushing teeth, shampooing,

5 combing and brushing hair, shaving, and car r..g, for toenails'
. ,

6 and'fingernails.

7 -(b) Each resident shall be assisted in learning normal

8 grooming practices with individual toilet articles that are

9 appropriately available to that resident."

10 (c) Teeth shall be brushed daily, with an effective den--
tifrice. Iirdividual brushes shall be properly marked, used

12 and stored. Dental care practices should encourage the use

13 of newer dental equipment, such as electric toothbrushes and

14 water picks, as prescribed.

15 (d) Residents shall be regularly scheduled for hair

16 cutting and styling, in an individualized, normalized manner,

17 by trained personnel.

18 (e) For residents who require such assistance, cutting

19 of toenails and fingernails by trained personnel shall be

20 scheduled at regular intervals.

21 (f) Each resident shall have a shower or tub bath at

22 least daily, unless medically contraindicated. Resident's bath-

23 ing shall be conducted at the most independent level .possible.

24 Resident's bathing shall be condlicted with due regard for

25 .privacy. Individual washcloths and towels shall be used. A

26 bacteriostatic soap shall be used, unless otherwise prescribed.
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1 (g) Female residents shall be helped to attain.maxi-

2 mum independence in caring for menstrual needs. Menstrual

3 supplies shall be of the same quality and diversity available

4 'to all women.

5 (h) .Every resident who does 'not eliminate appropril.

6 ately and independently shall be engaged in a toilet train-
_

7 ing program. The residential facility's training program shall

g be applied systematically and regularly. Appropriate dietary

9 adaptations shall be made to promote normal evacuation and

10 'urination. The program shall comprise a. hierarchy of pro- -

cedures leadifig from incontinence to independent toileting.

12 Records shall be kept of the progress of each resident receiv-
.

13 ing toilet training. Appropriate equipment shall be provided

14 for toilet training,-includhig equipment appropriate for the

15 multiple handicapped. Residents who are incontinent shall

16 be immediately bathed or cleansed, upon voiding or soiling,
)-

17 unless specifically contraindicated by the ;training program

18 in which. they are enrolled, and all soiled items shall be

,19 changed. Persons shall wash their hands after handling an

20 incontinent resident.

.21 (1) Each living unit shall have a properly adapted

22 thinking unit. Residents shall be taught to use such units.

23 Those residents who cannot be so taught shall be given the

proper daily amount of fluid at appropriate intervals tide-

25 quate to prevent dehydration. There shall be a drinking unit,
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1 accessible to, and usable by, residents in wheelchairs. Spe-

2 rcial cups and noncollapsible straws shall be available when

3 needed by the multiple handicapped. If the drinking unit
4-

4 employs cups, only single-use, disposable, types shall he

5 used.
t-,

Gr (i) Procedures shall be established for:

(1) monthly weighing of residents, with greater

8 fieq lency foi those with special needs;

9 (2) quarterly measurement of height, until the

10 , age of maximum growth;

11 (3) maintenance of weight and height records;

12 and

13 (4) every effort shall be, made to assure that resi-

14 dents maintain normal weights.

15 (k) Policies and procedures for the care of residents

16' with infections and contagious diseases shall ainforni to

17. State and local health department regulations.

18 (1) Orders prescribing bed rest or prohibiting residents

13j from being taken out of doors shall be reviewed by a physi-

2a clan at least every 3 days.

(m) Provisions shall be made to furnish and maintain

2 in good repair, and to encourage the use ofohdentures,

23 glasses; hearing aids; braces, and so forth, prescribed by

24" appropriate specialists.

2rf Subchapter VGrouping and Organization of Living Units
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1 b*F:c.,. 249. (a) Living unit components or groupings

2 shall be small enough to insure the aevelopmeni of meaning-I

3 ful interpersonal relationships among residents and between
t. .

4 residents and staff. The resident-ilving unit (self-eontaiped

5 unit including sleeping, dining, and activity areas) should

6 provide for not more than 16 residents. Any deviation from

7 this size .should be justified on the basis of meeting,the,prd,

8 gram needs pf the specific residents being served. To maxi -

9 mize development, residents should be grouped within the

10 living unit into program groups of not more than eight. Any

11 deviation from this size should be justified on the basis of

12 meeting the program needs of the specific residents being

13 served.

14 (b) Residential units or complexes should house both

15 male and female residents to the extent that this conforms

16 to the orcvaling cultural norms. Residents pf grossly dif-

ferent ages, developmental levels, and Social needs shall not

18 be housed in eloie physical or social proximity, unless such

19 housing is planned to promote the growth and development

20 of all those housed together. Residents who are mobiltnon-

21 ambulatory, deaf, blind, or multihandicapped shall be inte-
.,

22 grated with peers of comparabl6 social and intellectual de-

23 velopmcnt, and shall not be segregated on the basis of their

24 handicaps.

136
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(c) The livin unit shall not be a self-contained pro:

ram unit, and living unit activities shall be coordinated with

recreation, 'educational, and habilitative activities in which

residents engage outside the living unit, unless contraindi-

5 cated by the.specific program needs of the particular residents

6 being served. Each program group should be assigned a

7 specific person, who has responsibility for providing an erga-

8 nixed, developmental program of physical care, training, and

9 recreation.

10 rd) Residents shall be 'allowed free use of all living

areas within the living unit, with due regard for privacy and

,12 personal possessions. Each resident shall have access to a

13 quiet, private area where he can. withdraw from the group

14 when not specifically engaged in structured activities.

15 (e) Outdoor. active play or recreation areas shall he
r.

16 readily accessible to all living units.

' 17 Subchapter Resident-Living Staff

Six. 250. (a) There shall be sufficient, appropriately

10 qualified, and adequately trained personnel to conduct the-

20 resident-living program, in accordance with the standards

21 specified in this section. RtAident-living personnel shall be

22' Vministratively responsible to a person whose training and

. 23 expeiiencel..3appropritite to the program. The title applied to /

24 the individuals who directly interact with residents in the /
25 living units should ,fie appropriate to the kind of residents

. ., i
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1 with whom'they work and the kind of interaction in which

2 they engage. The personnel who stall the lk ing units may be

3 referred to by a variety of 'terms, such as attendamt, Child

4 care workers, or cottage parents. The term "psychiatric aid"

5 ,may be appropriate for a unit serving the emotionally dis-

turbed, but not for a gottage of well-adjuAted children. The

title of "child ca% worker" may be appropriate; for a nursery

8 school group, but not for au adult unit. Nurses' aides afe ap-
e

9 propEate for units serving sick residents but not well ones.

10 (b) The attire of resident-living personnel should be

appropriate to the program of the unit in which they work,

1.2 and consistent: with attire worn in the colinnunity.

13 (c) When resident-living units are organized as recom-

14 mended- in subchapter V, and designed as stipulated in sub-

15 chapter VII, the stali-resident ratios for 24-hour, 7-day

'16 coverage of such mlits by resident-living personnel, or for

14 equivalent coverage, should be as follows:

18 (1) for medical and surgical units, and for units

19 ineludinig infants, 'children (to puberty), adolescents re-

20 quiring considerable adult guidance and supervision,

21 severely and profoundly retarded or developmentally

22 disabled, moderately and severely physically handi-

23 capped, and residents who arc aggressive, assaultive, or

24 security risks, or who manifest severely hyperactive or

25 psychotic like behavior

133

.
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1 (A) first shift, 1 too;

2 (B) second shift, 1 to 4;

3 (0) third shift, i to 8; and

4 (D) :overall. ratio (allowing for a 5-day work,

5 week plus holiday, vacation, and sick time), 1 to i;

6 (2) for units serving moderately retarded or de-

7 velopmentally disabled adolescents and adults requiring

8 habit training

9 (A) first shift, 1 to 8;

10 (B) second shift, rto 4;

11 (0) third shift, i to 8; and

12 (D) overall ratio, i to 1.25;

13 (3) for units serving residents in vocatjonal training

14 programs and adults who work in sheltered employment

15 situations

10 (A) first shift, 1 to 16;

17 (B) second shift, 1 to 8;

(0) third shift, i to 16; and

19 (D) overall ratio, 1 to 2.5.

20 (d) Regardless of the organization or design of rest,.

21 dent-living units, the overall staff-resident ratios should be

22 as stipulated above. Regardless of the organization or design

23 of resident-living units, the overall staff-resident ratios for

24 the categories defined above shall not be less than 1 to 2,

25 1 to 2.5; and 1 to 5, respectively.

13'9
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1 Subchapter VIIDesign and Furnishing of Living Units

2 SEC. 251. (a) The desiin, construction, and furnishing

3 of resident-living units shall be-

4 (1) appropriate for the fostering of personal and

5 social development;

6 (2) appropriate to the program;

7 (3) flexible enough to accommodate variations in

8 .7 -program to meet changing needs" of residents; and

9 (4) such as to minimize noise and permit corn-

10 munication at normal conversation levels.

11 (b) The interior design. of living units shall simulate

12 the functional arrangements of a home to encourage a per -

13 sonalized atmosphere for small groups of residents, unless it

14 has been demonstrated that another arrangement is more

15, effective in maximizing the human qualities of the specific

16

17

18

20

21

22

23

24

25

residents being served. There shall be a minimum of 80

square feet of living, dining, or activity space for each

resident. This space shall be arranged to permit residents to

participate in different kinds of activities, both in groups

and singly. Furniture and furnishings shall be safe, appro-

priate; comfortable, and homelike.

(c) Bedrooms shall:

(1) be on or above street grade level;

(2) be outside rooms;

(3) accommodate from one to four residents;
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(4) provide at least 60 bquare feet per resident in

2 multiple sleeping rooms, and not less than 80 square feet

in single rooms;

(5) partitions defining each bedroom shall extend

5 from floor to ceiling;

6 (6) doors to bedrooms-

7 (A) should not have vision panels;

. 8" (13) should not-be lockable, except where resi-

9 deny may lock their own bedroom doors, as consist-

10 ent with their program;

11 (7) there slfall be provision for residents to mount

12 pictures on bedroom walls (for example, by means of

33 pegboard or cork strips), and to have flowers, artwork,

14 and other decorations;

15 (8) each resident shall be provided with-

16 (A) a separate bed of proper size and height

17 for the convenience of the resident;

18 (B) a Olean, comfortable mattress;

19 (0) bedding appropriate for weather and

20 climate;

21 (9) each resident shall be provided with
,

22 (A) appropriate imlivideal furniture, such as

2:3 a chest of drawers, a table or desk, and an individ-

ual closet with clothes racks and shelves accessible

25 to the resident;
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(B) a place of his or her own for personal
r.

play equipment and individually prescribed pros-

/ 3 thetic equipment; and .

4 (10) space shall be provided for equipment for

5 daily out-of-bed activity for all residents not yet mobile,

6 except those whp have a short-term illness, or those very

7 few for whom out-of-bed activity is a threat to life.

S (d), Suitable storage shall be provided for personal

9 possessions, such as toys, books, pictures, games, radios,

10 arts and crafts materials, toiletries, jewelry, letters, and

11 other articles and equipment, so that they are accessible to the

12 residents for their use: Storage areas shall be available for

13 off -season personal belongings, clothing, and luggage.

14 (e) Toilet areas, clothes closets, and other facilities

15 shall be located and equipped so as to facilitate training to-

16 ward maximum self-help by residents, including the severely

17 and profoundly retarded or developmentally disabled and the

18 multiple handicapped as follows:

19 (1) water 'closets, showers, bathtubs, and 111,41,-

20 tories shall approximate normal patterns found.in homes,

2 unless sltecifieally contraindicated by program needs;

22 (2) toilets, bathtubs, and -showers shall provide

23 for individual privacy (with partitions and doors), un-

24 less specifically contraindicated by program needs;

4
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(3) water closets and bathing and toileting appli-

2 antes shall be equipped for use by the physically handi-

3 capped;

4 (4) there shall be at least one water Closet of all-

5 propriate size for each six residents;

6 (A) at least one water closet in each living

7 unit shall be accessible to residents in wheelchairs;

8 (3) each water closet shall be equipped with

9 a toilet seat;

10 (C) toilet tissue shall be readily accessible at

11 each water closet;

12 (5) there shall be at least one lavatory for each

33 six residents and one lavatory shall be accessible to and

14 usable by residents in wheelchairs;

15 (6) there shall be at least one tub or shower for

16 each eight residents;

17 (7) there shall be individual racks or other drying

18 space for washcloths and towels; and

19 (8) larger, tilted mirrors shall be available to

20 dents in wheelchairs.

21 (f) Provisions for the safety, sanitation, and comfort

22 of the residents shall comply with the following require-

23 ments:

(1). each habitable room shall have direct outside2-1

25 ventilation by means of windows, louvres,-air-condition-

26 ing, or mechanical ventilation horizontally and vertically;
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1 (2) each habitable room shall htive at least one

2 window, and the window space in each habitable room

3 should be at least one-eighth (12+ percent) of the fluor

4 space;

5 (A) each resident unit of eight shall have at

6 least one glazed area low enough so that a child in

7 normal day activities has horizontal visual access to

8 the out of doori;

9 (B) the type of glass or other glazing material

10 used shall be appropriate to the safety needs of the

11' residents of the unit;

12 (3) 'floors shall provide a resilient, comfortable,

13 attractive, nonabrasive, and slip-resistant surface. Car-

14 peting used in units serving residents who crawl or

15 creep shall be nonabrasive;

16 (4) temperature and humidity shall be maintained

17 within a normal comfort range' by heating, air-con-

18 ditioning, or other means. The beating apparatus

19 employed shall not constitute a burn hazard to the

20 residents;

21 (6) the temperature of the hot water at all taps

22 t to which residents have access shall be controlled, by

23 the use of thermostatically controlled mixing valves or

24 by other means, so that it does not exceed 110 degrees

25 Fahrenheit. Mixing valves shall be equipped with safety

I I jj
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1 alarms that provide both auditory and visual signals of

2 valve failure;

3 (6) emergency lighting of stairs and exits, with

4 automatic switches, shall be provided in units housing

5 more than 15 residents;

6 (7) there shall be adequate dean linen and dirty

7 linen storage areas for each living unit. Dirty linen and

8 laundry shall be removed from the living unit daily;

9 and

10 (8) laundry and trash chutes are discouraged, but,

11 if installed, such chutes shall comply with regulations

12 proscribed by the Secretary.

13 Chapter 3.PROFESSIONAL AND SPECIAL

14 PROGRAMS AND SERVICES

15 Subchapter I- Introduction

16 SEC. 252. (a) In addition to the resident-living services

17 otherwise detailed in this title, residents shall be provided

18 with the professional and special programs and services de-
.

18 tailed in this section, in accordance with their needs for such

20 programs and services.

21 (b) The professional and special programs and services.,

22 detailed herein may be provided by programs maintained or

23 personnel employed by the residential facility, or by formal

24 arrangements between the residential facility and other agen-
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1 cies or persons, whereby the latter will provide such programs

2 and services to the residential facility's residents as needed.

3 (c) In accordance with the normalized principle, all pro -

4 services to the mentally retarded and Other

5 uals with developmental disabilities should be rendered in the

6 community, whenever possible, rather than in a residential

7 facility, and where rendered in a residential facility, snch

8 services must be at least comparable to those provided' the

9 nonretarded in the community.

10 (d) Programs and services provided l.y the residential

11 facility or to the residential facility by agencies outside it, or

12 by persons not employed by it, shall meet the standards for

13 quality of service as stated in this section. The residential

14 facility shall require that services provided its residents meet

15 the standards for quality of services as stated in this section,

16 and all contracts for the provision of such services shall stip-.

17 late that these Standards wille met.

18 SEC. 253. (a) Individuals providing professional and

19 special- programs and services to residents may be identified

20 with the following professions, discipline?, or areas of servico:

21 (1) audiology;

22 (2) dentistry (including, services rendered by li-

23 tensed dentists, licensed dental hygienists, and dental

24 assistants) ;

(8) education;

51.713 0 - 75 - 10 1 1.6
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(4) food and nutrition (including services rendered

2 by dietitians and nutritionists) ;

3 (5) library services;

4 (6) Medicine (including services rendered by

tensed physicians, whether doctors of medicine or doc-

tors of osteopathy, licensed podiatrists, and licensed

optometrists) ';

(7) music, art, dance, and other activity therapies;

(8) nursing;

(9) occupational therapy;

(10) pharmacy;

(11) physical therapy;

(12) psychology;

14. (13) recreation;

15 (14) religion (including services rendered by clergy

16, anfileligious edticators) ;

(15) social. work;

18 (10 speech pathology;

19 (17) vocational rehabilitation counseling; and

20 , (18) volunteer services.

21 (b) Interdisciplinary teams for evaluating the resident's

22 needs, planning an individualized habilitation program to

23 meet identified needs, and periodically reviewing the resi-

24 dent's response to his program and revising the ,program

25 accordingly, shall be constituted of persons drawn from, or

5

6

7

9

10\ 11

12

13 '
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1 representing, such of the aforementioned professions, disci-

2. plines, or service areas as are relevant in each particular

3 case.

4, (c) Since many identical or similar services or lune-
-,

5 tions may competently be rendered by individuals of -&if

ferent professions, the standards in the following subsec-

7 tions shall be interpreted to mean that necessary services

8 are to be provided in efficient and competent fashion, with-

9 out regard to the professional identifications of the persons

10 providing' them, unless only members of a single profes-

11 sion are qualified or legally authorized to perform the stated

12 service. Services listed under the duties of one profession

13 may, therefore, be rendered by members of other profes-

14- sions who are equipped by training and experience to do so.

15 (d) Regardless of the means by which the residential

16 facility makes professional services available to its residents,

17 there shall be evidence that members of professional dis-
,,

18 eiplinep work together in cooperative, coordinated, inter-

19 disciplinary fashion to achieve the objective of the residential

20 facility. ti
21 SEC. 254. Programs and services and the pattern of

22 staff organization and function within the residential facility

23 shall bp focused upon serving the individual needs of resi-

dents and should provide for--24
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(1) comprehensive diagnosis and evaluation, of

each resident as a basis for planning. programing and. _

3 management;

4 (2) design and implementation of an individual.:

5 ,zed habilitatIolgprogram to effectively meet the needs

6 oPeach resident;

7 (3) reg ular review, evaluation, and revision, as

8 necessary,. of each individuals habilitation program.;

9 (4) freedom of movement of individual residents
e

10 from one level of achievement to another, within 'the'

11 facility and also out of the residential facility, through --

12 training, habilitation, and plagement; and

13 (5) an array of those services that wilt enable

14 each resident to develop to his maximum potential.

15 Subchapter IIDental ServiCes

16 SEC. 255. (a) Dental services shall be provided all

17 residents in order to maximize their general health by-

18 (1) maintaining an optimal level of daily oral

19 thrYigh preventive measures; and

20

21

22

23

24

25

(2) correcting:existing oml diseases. ,
(b). Dental services shalrbe rendered

,
(1) directly, through personal lcontact with- all

residents by dentists, dental. hygienists, °dental assistants,

dental 'health educators, and oral hygiene aides, as

appropriate to the size 'of the residential facility; and

149
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1 (2) indirectly, through contact between dental staff

2 and other personnel caring, for the.residents, in order to

- i 3 maintain their optimal oral health.

4 (c) Dental services available to the residential facility

5 should include-

6 (.1) dental evaluation and diagnosis;

7 (2) dental treatment;

8 43) comprehensive preventive dentistry programs;

9 (4) education and training in the maintenance of

10 oralhealth;

11 (5) participation, as appropriate, by dentists and

12 dental hygienists in the continuing evaluation of

vidual residents by interdisciplinary teams, to initiate,

14 monitor, and follow up individualized habilitation pro-

it) grams;

16 (6) consultation with, or relating to-

17 (A) residents;

18 (B) families of residents;

19 (C) other residential facility services and

20 personnel;

21 (7) participation on appropriate residential fa-

22 eility committees; and

23. (8) planning and conducing dental -research; co-
. o

24 operating in interdisciplinary research; and interpret

. *:>
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1 mg, disseminating, and implementing iipplicablc research

2 findings.

3 (d) Comprehensive diagnostic services for all resid nts

4 shall include-
-

5 ) a complete extra- and intraoral examination,

6 utilizing alKiliagnostic aids necessary to properly evalu-
i

7 ate the resident's oral condition, within a penod of

8 mouth following Admission;

9

10

11

13

14

'15

16

(2) provision for Adequate consultation in dentis-

try and other fields, so as to properly evaluato the ability
. .

of the patient to accept the treatment plan that results

he diagnosis; and \

(3) a recall system that will assure that each resi-

dent is reexamined at specified intervals in accordance

with his needs, but at least annually.

(6) Comprehensive treatment services for all residents

17 shall include-

18 (1) provision for dental treatment, including the

19 dental specialties of pedodontics, orthodontics, periodon-

20 tics, prosthodontics, endodontics, oral surgery, and oral

21 medlithic, intligmted;.and

22 (2) provision for emergency treatment on a 24-, 0

23 hour, 7-days-a-week basis, by a qualified dentist.

(f) Comprehensive preventive, dentistry programs should

25 include-

151
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1 (1) fluoridation of the residential facility's 'water

2 supilly;

3 (2) topical and systematic flbride therapy,, as pre-

4 scribed by the dentist;

5 (3) periodic oral prophylaxis, by a dentist or

6 ,dental "hygienist, for each resident;

(4) provisions for daily oral care, as prescribed

8 a dentist or dental hygienist, including:

9 (A) toothbrashingiand toothbrushing aids, such

10 as disclosing wafers;

11 (B) tooth /flossing;

12. (0) irrigation;

13 (D) proper maintenance of oral hygierie

14 equipment;

(E) Monitoring the program to assure its

16 effectivenessiiind

17 (5) provision, wherever possible, of diets in a

18 form, that stimulates chewing and improvement of oral

19 health.

20 (g) Education and training in the maintenance of oral

21 health *Shall include:

22 \ (1) / continuing inservice training of living-unit

23 .personnell in providing proper daily oral health care for

24 reside ts;

.
1
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1 (2) providing dental health education to direct-

2 care personnel;

3 -',,(3) a dental hygiene program that includes:

4 (A) discovery, development, and utilization

5 specialized teaching techniques that are effective

6 for individual residents;

7 :.,(B) importing information regarding nutri-
.

8 tion and diet control measures to residents and

9 staff;

10 (0) instruction of classroom teachers or stn-
..,

11 dents in Proper,oral hygiene methods;

12 (D) motivation of teachers and students to

13 promote and maintain good oral hygiene;

14 (E) instruction of residents in living units in

15 proper oral hygiene methods; and

16 (4) instruction of parents or surrogates in the

17 maintenance of, proper oral hygiene, where appropriate

18 (as in the'case of residential facilities having day pro-

19 grams, or in the case of residents leaving the residential

facility)."

21 (h) A permanent dental record shall be maintained

22 for each resident. A summary dental progress report shall

23 be entered in the resident's unit record at stated intervals.

24 A copy of the permanent dental record shall be provided a

25 residential facility to which a resident is transferred.
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(i) When the residential facility has its own dental

2 staff, there should be a manual that states the philosophy of

3 the dental service and-describes all dental procedures and

4 policies. There shall be a formal arrangement for providing

5 qualified and adequate dental services to the residential

6 facility, hicluding care for dental emergencies on a 24-

7 hour, 7-days-a-week basis. A dentist, fully licensed to prac-

8 tice in the State`in which the residential facility is located,

9 shall be designated -to be responsible for maintaining

10 standards of professional and ethical practice in the rendering

11 of _dental services to the 'residential facility. Where appro-

1 9 priate, the residential facility should, in addition, have avail-

13 able to it, and should utilize the program-development

14 consultation services of a qualified dentist who has experience

15 in the field of dentistry for the retarded and other individuals

16 with developmental disabilities.

17 (j) There shall be available., sufficient, appropriately

18 qualified dental personnel, and necessary supporting staff, to

19 carry out the dental services program. All dentists providing

20 services to the residential facility shall be fully licensed to

21 practice in the State in which the residential facility is,
ti

22 located. All dental hygienists providing services to the" resi-

23 dential facility shall be licensed to practice in the State in

24 which the residential facility is Iodated. Dental assistants

25 should be certified by an appropriate nationally recognized

1 5rit.
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1 professional association or should be enrolled in a program

2 leading to certification. Dental health educators shall have

3 a thorough knowledge of--=

(1) dental health ; and.

5 (2) teaching methods.

6 (k) Oral hygiene aides, who may supplement and pro:

7 mote the proper daily oral care of residents, through actual
.

participation and development of new methods in the tooth-

g brushing program, or in the dissemination of oral hygiene

10 information, sho-uld be

11 (1) thoroughly trained in current concepts and

12 procedures of oral care; and

13 (2) trained to recognize abnormal oral conditions.

14 (1) Supporting staff should include, as appropriate to

15 the progiam
,.

16 (1) receptionists;

.17 (2) clerical personnel to' maintain current dental

18. records;

19 (3) dental laboratory technicians certified by the

20 appropriate nationally recognized professional associa-

21 lion;

22 (4) escort aides; and

23 (5) janitorial or housekeeping personnel.

24 (m) All dentists providing service to the residential

25 facility shall adhere to the code of ethics published by the

26 appropriate nationally recognized professional association.

15 rr
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1 Sc.E 256. (a) Appropriate tb the size of the residential

2 facility, a continuing education program shall be provided

3 that is designed to maintain and improve the skills and

4. knowledge of its professional dental personnel, through

5 means including but not limited to:

6 (1) preceptor or other orientation programs;

7 (2) participation in seminars, workshops, confer-

8 ences, institutes, or college or university courses, to the

9 extent of at least 60 clock hours annually for each

10 dental professional, in accordance with the standards of

11 the nationally recognized professional dental association

12 and its component societies;

13 (3) study leave;

14 (4) participation in the activities of professional

15 organizations that have as their goals the furtherance of

16 expertise in the treatment of the handicapped;

17 (5) access to adequate library resources, including

18 current and relevant' books and journals in dentistry,
(

19 dental hygiene, dental assisting, mental retardation, and

20 developmental disabilities;

21 (6) encouragement of dentists to qualify themselves

22 for staff privileges in hospitals; and

23 (7) sharing of information concerning dentistry in

24 its relationship with mental retardation and develop-
.

25 mental disabilities as by publication.

15.
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1 (b) To enrich and stimulate the residential facility's

2 dental program, and to facilitate its integration With corn-

3 munity services, the residential facility with, and provide edu-

4 cational experiences for the dental-career students of, dental

5 schools, universities, colleges, technical schools, and hospitals,

6 whenever the best interests of the residential facility's resi-

7 dents are thereby served.

8 (c) There shall be adequate space, facilities, and equip-

9 ment to meet the professional, educational, and admin:stta-

10 tive heeds of the dental service. General anesthesia facilities

11 for dental care shall be available. The services of a certified

12 dental laboratory shall be available. Appropriate dental eon -

13 shall be employed in the planning, desig,n, and equi-

14 page of new dental facilities, and in the modification of exist,

15 ing facilities. All dental facilities shall be free of architectural-

16 barriers for physically handicapped residents.

17 Subchapter 1II-LEducational Services

18 SEC. 257. (a) Educational services, dofined as deliberate

19 attempts to facilitate the intellectual, sensorimotor, and effec-

20 tive development of the individual, shall be available to all

21 residents, regardless of chronological age, degree of retards,-

22 tion, or accompanying disabilities or handicaps. There shall

23 be a written statement of educational objectives that, are con,

24 sisteut with the residential facility's philosophy and goals,

g The principle that learning kin at birth shall be recog-

15'?
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1 nized, and the expertise of early.cnildhood educatm; shall be

2 integrated into the interdisciplinary evaluation and program-
,

6, 3 ing for residents.

4 (b) Educational services available to the residential fa-

5 cility shall include but not be limited to-

6 (1); establisinnent and implementation of individual

7 educational programs providing:

8 (A) continuous evaluation and assessment of

9 the individual;

(B) programing for the individual;

11 (C) instruction of individuals and groups;

12. (D) evaluation and improvement of instruc-

.13 tional programs and procedures;

14 (2), participation in program development services;

15 including those relating to:

16 (A) resident habilitation;

17 (B) staff training;

18 (C) community activities;

19, (3) consultation with, or relating to:

20 (A) other programs for residents and staff;

21 '-(B) parents of residents;

22 (0) administration and operation of the resi-

23 dentin! facility;

24 (D) the community served by the residential

25 facility; and

.158
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research relating to educational programs,

2 proceduies, and techniques; and the interpretation, dis-

3 semination, and application of applicable research find-

4 ings.
-

5 (c) Where appropriate, an educator shall be a mem-

6 ber of the interdisciplinary teams or groups concerned

7 witlt
8 (1) the total programing of each resident; and

9 (2) the planning and development of the residen-
.
10 tial facility's programs for residents.

11 (d) Individual educational evaluations of residents shall:

12 (1) commence with the admission of the resident;

13. (2) 'be conducted at least annually;

14 (3) be based upon the use of empirically reliable

15 and valid instruments, whenever such tools are avail-

16 able;

17 (4) provide the basis for prescribing an appro-

18 priate program of learning experiences for the resident;

19 (5) provide the basis for revising the individual

20 prescription as needed;

21 (6) the reporting and dissemination of evalua-

22 tion results shall be done in such a manner as to-

23 (A) render the content of the report mean-

24 ingful and useful to its intended recipient and user;

25 and

159
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1 (B) promptly provide information useful to

2 staff working directly with the resident.

3 (e) There shall be written educational objectives for

4 each resident-that are,
5 (1) based upon complete and 'relevant diagnostic

and prognostic data;
_

(2) stated in specific behavioral terms that permit

8 the progress of the individual to be assessed; and

9 (3) adequate for the implementation, continuing

10 assessment, and revision, as necessary, of an individually

11 prescribed program.

12 (f) There shall be evidence of educational activities

13 designed to meet .the educational objectives set for every

14 resident. There shall be a functional educational record for

15 each resident, maintained by, and available to, the educatoi.

16 (g) There shall be appropriate programs to implement

17 the residential facility's educational objectives. Wherever

18 local' resources permit and the needs of the resident are

19 served, residents should attend educational programs in the

20 community. Educable and trainable residents shall be pro-

21 videii an educational program of a quality notless than that

22 provided by public school programs for comparable pupils,

23 as regards:

24 (1) physical facilities;

25 0 (2) qualifications of personnel;

160
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1 (3) length of the school day;

2 (4) length of school year;

3 (5) class size;

4 (6) provision of instructional materials and

5 plies; and

6 (7) availability of evaluative and other ancillary

7 services:

8 00 Educational programs shall be provided to severely

9 and profoundly retarded or developmentally disabled resi-

10 dents, and all other residents for whom ed ;icational provisions

11 may not be required by State laws, irrespective of age or

12 ability.

13 (1) Appropriate. educational programs shall be pro -

vided residents with hearing, vision, perceptual, or motor

15 impairments, in cooperation with appropriate staff.

16 (j) Educational programs should include opportunities

17 for physicaL education, health education, musk, education,

18 and art education, in accordance with the needs of the

19 residents being served.

20 "(k) A full range of instructional materials and media
. .

21 shall be readily accessible to the educational stall of the

22 residential facility.

23 (1) Educational programs shall provide coeducational

24 experiences. Learning activities in the classroom shall be

25 coordinated with activities of daily living in the living units

161
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1 and with other programs of the residential facility and the

2 community. The residential facility shall seek reciprocal

3 services to and from the community, within the bounds of

4 legality and propriety. An educational program operated by

, 5 a residential facility shall seek consultation from educational

,6 agencies not directly associated with the residential facility.

SEC. 258. (a) There shall be available sufficient, appro-

priately qualified edlicational personnel, and necessary sup-

9 porting staff, to carry out the educational programs. Delivery

10 of educational services shall be the responsibility of a person

11 who is eligible for

12 (1) certification as a special educator of the men-

13 tally retarded or other individuals with developmental

14 disabilities; and

15 (2) the credential required for a comparable,

16 supervisory or administrative position in the community.

17. (b) Teachers shall be provided aides or assistants, as

18 needed. The residential facility's educators shall adhere to

19 a code of ethics prescribed by the Secretary. Appropriate to

20 the nature and size of the residential facility, there shall be

21

22

23

24

an ongoing program for staff development specifically de,

signed for educators. Staff members shall be encouraged to

participate actively in professional organizations related to

their responsibilities,

51413 0 - - 11 162
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1 (c) To enrich and stimulate the residential facility!s----

2 educational program, and to 'facilitate its integration with

3 . community services, opportunities for_intem student

't
4 teaching, and4ra'ctical exOencesn should be made avail-

,

5 able, in cooperation. with university teacher-training pro-

6 grams, whenever the best interests of the residents are

7 thereby served.

8 Sukhapter IV -Food and Nutrition Services

9 SEC. 259. (a) Food and nutrition services shall be

10, provided in order to
e

11 (1) insure optimal nutritional status of each resi-

12 dent; thereby enhancing his or-her physical, emotional,

13 and social well-being; and

14 (2)' provide a nutritionally adequate diet, in a form

15 consistent with developmental level, to meet the dietary

16 needs of each resident.

17 (b) There shall be a written statement of policies and

18 procedures that s.

19 (1) describes the implementation of the stated oh-

20 jectives of the food and nutrition services;

21 (2) govern s the functions and programs of the

22 food and nutrition services;
r.

23 (3) is formulated and periodically reviewed by

24 professional nutrition personnel;
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1 (4) is prene!,Q1d in consultation with other proves.

2 sional staff;

.3 (5) is consistent with the residential facility's goals

4 and policies;

5 (6) is distributed and interpreted to all residential

facility persorinel;quidr 6

7 (7) complies with State and local regulations.

8 (c) Whenever appropriate, theiollowing services should

9 & provided

N (1) initial and periodic evaluation of the nutri-

11 tional status of each resident, including

. 12 , (A) determination of dietary requirements and

assessments of intake and adequaby through7.

14 (i) dietary interview;

15 (ii) clinical evaluation;

16 (iii) biochemical assessment;

17 (B) assessment of f6od service practices.;

18 (0) assessment of feeding practices, capabili-

19 ties, and potential;

20 (2) maintenance of a continuing and periodically

21 reviewed nutrition record for each resident;

22 (3) incorporation of recommendations , drawn from

23 the nutrition eordustion into the total management plans

24 for the resident;
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1 (4) periodic review of implementation of recom-

2 and of need of modification;

3 (5) participation in the continuing interdiscipli-

' 4 r
nary evaluation of individual residents, for the purposes

5 of initiation, monitoring, and followup of individualized

6 habilitation programs;

7 (6) provision of

(A) counseling services to the individual resi-,

9 dent;

10 (B) reciprocal consultation with residential fa-

11 cility staff and students;

12 (0) counseling service to residents' families or .

13 their surrogates;

14 (D) nutrition education, on a continuing basis,

15 for residents, families or surrogates, staff, aed stu-

16 dents, and development of such programs in co-

17 ordination with various education programs within.

18 the residential facility and the community;

19 (7) coordination of nutrition programs between

20 the residential facility and the community, including-

21 (A) development of awareness of available

22. programsin nutrition;

23 (B) development of needed nutrition programs;
.1

(0 encouragement of participation of profes-

25 sionals and students in nutrition programs for the

26 mentally retarded and developmentally disabled; and

r6
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1 (8) development, coordination, and direction of ,/

2 nutrition research, as well as cooperation in interdiscci

3 Plin4ryl!research.

4 (d) Folod services shall hiclude-

5 (0 menu planning;

(21) initiating food orders or requisitions;6

7

8

10

,
(3) establishing specifications for food purchases,

a
and insuring that such specifications are met;

(4) storing and handling of food; l

(9) food preparation;

(d) food serving;
f ,

12 (7) maintaining sanitary sten aids in compliance

13 'ith State and local regulations; ,anti

14 ( brientation,.training, a.ld supervision of food

15 servic personnel.

16 (e) The food and nutrition ne ds of residents sh.:11 be

17 net in accordance with the recomm nded dietary allowances

18 of tlielood and nutrition board of t e national research coun-

19 cil, adjusted for age, sex, activity, and disability, through a

20 nourishing, well-balaieereet. Th total food intake of the

21 resident should be evaluated, includi ig food consumed outside

22 of as well as within the residential fac lily.
1

23 (f) Menus shall be planned to cot_ the needs of the

24 residents in accotdInce with suliseotio (e) . Menus shall be

25 written in advance. The daily menu sh 11 be posted in food

166
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preparation areas. When changes in the menu are necessary,

2 su, titutions should. be noted and should provide equal nu-

3 tritive \values. Menus shall provide sufficient variety of ioods

4 served in adequate amounts at each meal, and shall be: (1)

5 Different for the same days of each week; (2) Adjusted for

6 seasonal changes. Records of menus as served shall be filed

7 and maintained for at least 30 days. At least a 1-week supply

8 of staple foods and a 2-day supply of perishable foods shall be

9 maintained o n the premises. Records of food purchased for

10 preparation shall be filed arid maintained for at least 30 days.

11. A file of tested recipes adjusted, to appropriate yield should

12 be maintained.

13 (g) -Foods shall be prepared by methods that=

14 (1) conserve nutritive value;

15 (2) enhance flavor; and

16 (3) enhance appearance.

17 (h) Food shall be prepared, stored, and distributed in

18 a manner that assures a high quality of sanitation. Effective

19 procedures for cleaning all equipment and work areas shall

20 be followed consistently. Dishwashing and panwashing shall

21 be carried out in compliance with State and local health

22 codes. Handwashing facilities, includinfhot and cold water,

23 soap, and paper towels, shall be provided adjacent to work

24 area.

161
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1 (i) When food is transported, it shall be done in a

2 manner that maintains proper temperature, protects the food

3 from contamination and spoilage, and insures the preserva-'

4 tion of nutritive value. Food 'storage procedures shall meet

5 State and local regulatiohb; Dry or staple food items shall be

6 'gored at least 12 inches above the floor, in a ventilated room

7 not subject to sewage (..r.waste water backflow, or contamina-

8 tion by condensation, leakage, rodents, or vermin. Perishable

9 foods shall be stored at the proper temperatures to preserire

10 nutritive values. Food served to residents and not consumed

11 shall be discarded.

12 (j) There shall be a sufficient number of competent per-

13 sonnel to fulfill the objectives of the food and nutrition ierv-

14 ices, including -

15 (1) nutritionists or dietitians;

16 (2) other food service personnel;

17 (3) clerical personnel;

18 (4) depending upon the size and scope of the resi-,

19 dential facility, food and nutrition services shall be di-

20 rested by one of the following-

21 (A) a dietitian who is eligible for membership

22 in the appropriate professional dietetic association

23 and preferably eligible for registration by such

24 association, or a nutritionist who has a master's

25 degree in foods, nutrition, or public health nutrition,
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1 who is eligible for membership in the appropriate

2 professional dietetic association, and preferably

3

4

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20 (A) be eligible for membership in the appro-

21 priate professional dietetic association, and prefer-

22 ably eligible for registration by such association;

23 (B) serve on a regularly scheduled and fre-

24 quent basis when no full-time dietitian is available;

25 and

eligible for registration by the association, and who,

unless employed by a residential facility that also

employs a dietitian, has had experience in institu-

tional food management;

(B) a food, service manager who has a bache-

lor's degree in foods, nutrition, or a related field, and

who receives consultation from a dietary consultant;

(C) a responsible person who has had training

and experience in meal management and service,

and who receives consultation from a dietary con-

sultant; and

(D) the person responsible for food and nu-

trition services should have had training or experi-

ence in providing services to the mentally retarded,

and other individuals with developmental disabilities

and should be sensitive to their needs;

(5) the dietary consultant shall
..

1:6 9
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1 (6) every person engaged in the prepaiation and

2 serving of food in the residential facility shall have a

3 valid food handler's permit, as required by State or local

4 regulations. No person who is afflicted with a disease in a

5 communicable stage, or whe is a carrier of a communi-

6 cable disease, or who has an open wound, shall work in

7 any food service operation. Every person engaged in the

8 preparation and serving of food in the residential facility

9. shall annually be medically determined to be free of any

disease in a- communicable stage. All dietitians and nutri-

11 tionists shall adhere to the code of ethics of the appro-

12 priate professional dietetic association.

13 (k) Appropriate to the size of the residential facility,

14 an ongoing inservice training program shall be* conducted that

15 is designed to improve and maintain the skills of its food and

16 nutrition services staff, through means such as-

17 (1) seminars, workshops, conferences, and insti-

18 tutes;

19 (2) college and university courses;

20 (3) participation in professional organizations;

21 (4) participation in interdisciplinary. groups;

22 (5) visitations to other residential facilities; and

23 (6) access to adequate library resources, including

24 current and relevant books and journals in nutrition and

25 mental retardation.
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1 (1) Opportunities should be provided, in cooperation

2 with university and other training programs, for students to

3 obtain practical experience, under appropriate supervision,

4 whenever the best interests of the residents are thereby

5 served.

6 (m) There shall be adequate space, facilities, and equip-

7 ment to fulfill the professional, educational, administrative,

8 operational, and research needs of the food and nutrition serv-

9 ices. Dining areas and facilities for food storage, preparation,

10 and distribution shall be-

11 (1) designed in cooperation with a dietitian. and,

12 when appropriate, with assistance from a qualified food

13 service and equipment consultant;

14 (2) adequate for the storage and preservation of

15 food;

.16 (3) in compliance with State and local sanitation

17 and other requirements;

18 (4) adequate for the preparation and 'serving of

19 food; and

20 ' (5) adequate for sanitary storage for all dishes and

21 equipment.,

22 'Subchapter VLibrary Services

23 SE0:260. (a) Library services, which include the loca;
y

24 Lion, acquisition, organization, utilization, retrieval, and de-

25 livery of materials in a variety of media, shall be available
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1 to the residential facility, in order to support. and strengthen

2 its total habilitation program by providing complete and inte-

3 grated multimedia information services to both staff and resi-

4 dents. Library services shall make available to the residential

5 facility the resources of local, regional, State, and National

6 library systems and networks.. Library services shall be avail-

7 able to all residents, regardless of chronological age, degree of

8 retardation, level of communication skills, or accompanying

9 disabilities or handicaps.

10 (b) Library services to residents shall be rendered-

11 _.(1) directly, through personal contact, between

12 library staff and residents;

13 (2) indirectly, thre.ugh contact, between librarians

14 and other persons working with the residents, designed

15 to-
16 (A), maintain an atmosphere that recogiiizes

17 the rights of the resident to access to information

18 and to personal use of library materials appropriate

19 to his level of development in coimnunication skills

20 or to his desire to conform to peer groups; and

21 (B) enhance interpersonal relationships be-

,22 tween direct-care workers and residents, through the

23 mutual enjoyment of written, recorded, or ore

24' literature appropriate to the resident's level of devei,

25 opment and preference.
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1 (e) Library services available /to residents should

2 include-

3 (1) assistance in team evalnation and assessment

4 of the individnal's level of development in communica-

5 tion skills, inch as listening, comprehension, reading,

6 and ability to respond to stimuli in a wide range' and

7 variety of media;

8 (2) provision of informational, recreational, and

9 educational materials appropriate to individual residents

10 at all stages of development in communication skills,

11 including media to stimulate sensory development, both

12 in the library and in the ,fiviiig unit. Such materials

13 should inclnde, but need not be limited to--

14 books, including picture, juvenile, adult,

15 high interest-low vocabulary, large print, and talk-

16 books.;

17 (B) magazines, including juvenile, adult pie-

18 toile], and magazines on talking books;

19 (0) newspapers;

20 (D) audiovisual media, including films, film-

21 strips, slides, video tapes, audio tapes, and records,

22 and appropriate equipment;

23 (E) graphics;

24 (F) experience materials, such as manipula-

25 tive materials, toys and games, realia, and animals;
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1 (3) development of programs for individual or

2 group enjoyment, for development of communication

3 skills, for encouragement and satisfaction of natural ha-

4 man curiosity about anything, including sex and the facts

5 of life, and for general enhancement of self-image. These

6 -.programs should include, but need. not be limited to

7 (A) storytelling with listener participation

8 through games or other activities;

9 t (B) reading aloud, including "reading"

10 pictures;

11 (0) film or filmstrip prdgrams;

12 (D) listening to recorded media;

13 (E) media discussion groups;

14 (E.)- library clubs;

15 (G) touching, browsing, exploring,. or naming

16 sensory stimuli;

17 (II) creative writing, including group compo-

18 sition through dictation, tape recording, etc.;

19 (I) puppetry, including the making of puppets;

20 (J) creative dramatics;

21 (4) opportunities to visit, and make use of, com-

22 munity library services and facilities in the same manner,

23 and on the same terms, as any resident of the corn-

24 munity;
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1 (5) referral services to the community library most

2 convenient to place of residence or employment, when

3 the residentleaves the residential facility; and

4 (6) active participation in, and encouragement of,.,

5 library programs related to the educational and habifi-

6 1. tative services of the residential facility, including thd

7 supplementation, support, aid reinforcement- of school

8 programs.

9 (d) Librarians providing services to residents should

10 act as-advocates on their behalf if residential facility policies

11 or community library policies interfere with the retarded or

12 developmentally disabled person's freedom to read materials
1

13 of his own choosing or if they deny or abrogate his right to
14 information or access to library services of any kind, in
15

accordance with the standards adopted by the appropriate
16

professional library association.

17

18

19

20.

21

22

23

24

('e) Library services to staff should include

(1) selection, acquisition, organization, classifica-

tion, cataloging, procurement through interlibrary loan,

and dissemination of informational, educational, and in-

structional library materials and audiovisual equipment;

(2) provision of reference and bibliographic mate-

rials and services, literature searches, bibliography com-

pilation, indexing and abstracting services, and other
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guides to the literature relevant to mental retardation

and 'developmental disabilitliTS;

(3) acquisition of-- materials for evaluation for par-
,

chase;

(4) provision of a current awareness program to

alert staff to new materials and developments in their,

fields;

(5)_ orientation to library services and functions,1

including continuing instruction and assistance in the use

10 of informational sources, and participation in general.

11 'orientations to the residential facility;

12 (6) provision of written and oral translation seiv-

13 ices ;And

14 (7) cooperation in inservice training programs by

15 working with subject specialists and by recommending,

16 roviding, or producing materials in various media.!

. = 17 (f) Library services to the residential facility may in-
\

18 elude --

19 \ (1) provision of informational materials about the

20 . residential facility and mental retardation developmental

21 disal ?llities in general, through an organized collection

22 of resources;

23 (2) assistance with such public relation functions

24 es preparing brochures, program statements, annual rc-

25 ports, writing news releases and feature stories, and
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1 offering editorial and research assistance to Staff pre-

2 paring professional books and papers; and

(3) assistance in preparing grant applications and

4 ' report writing.

5 (g) When library services are provided in the resi-

6 dential facility

ft (1) there,shall be it written statement of objectives,

8 that make possible a well-conceived, comprehensive,

9 long-range program of library develoyment, consistent

10 with the overall goals of the iesfdential facility, adapted

11 to the needs and, aptitudes of the residents, and designed,

12 to be modified as the prograiii of the residential facility

13 changes;

14 (2) there shall be a separate budget, adequate to
15

1 carry out the prograM in accordance with stated' goals

16 ' and objectives;

17 (3) library services shall be placed within the
18 organizational structure of the residential facility in such

19 1, a way as to be available to, and maximally utilized by,
20 all relevant services and programs;

21 (4) there shall be written, policies. covering die
22 library's day-to-day activities, and the coordination of
23 these activities with those of other services- of the resi-
24 dential, facility and with related activities in the
25 community;

1
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(5) there shall be available sufficient, appropri-

ately
,

qualified staff, and necessary supporting personnel,

3 to carry out the program in accordance with stated goals

4 t,.,d objectives;

5 46) a qualified' librarian shall be .responsible for 'all

6 library services. Where the level of need: for services

7 does not require the full-time employment .of a pro-.

8 fessional librarian, coverage may be through the use of

9 consultant service or supervisory personnel, through the

10 pooling of resources and the sharing of services by two

11 or more residential facilities in a geographic area, or

12 through service supplied through a regional library

13 system;

14 (7) the librarian shall participate, when apiron- a

15 'priate, in the interdisciplinary planning, development,

16 and evaluation of residential facility programs;

17 (8) the librarian should coordinate the purchasing

18 of all print and nonprint materials for the residential

19 facility, and act as the residential facility's informed

20 nonprintagent in initiating the purchase of print and nOnpri

21 materials, and the libiui should serve as a clearing-
.

22 house for such holdings;

23 (9) librarians should participate in-

24 (A:) educating appropriate members of the

25 community, concerning the library needs of resi-

26 dents;

51-713 0 - 75 - 12
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(13) planning, with /community librariaias, the

utilization of library riourees to optimize resident

adjustment;

(C) developing appropriate expectancies and

attitudes within vomihnnity libraries tliat residents

G will use; ,..

.- ..

i

7 (10) appropriate relationships with other libraries
1 -

8 and community agencies shall be established to more

9 effectively accomplish the library's service functions;

10 (11) appropiiate to the size of the residential fack

11= ity, there shotild be a staff developinenti program de-

12 signed to maintain and improve the skills of library aerv-

13 ices staff through means such af:

14 .(A) staff meetings and inservice training;

15 (B) seminars, Workshops, conferences, and

16 ii:cltitute§;

17 (0) college and university courses;

(I)) professional organizations;

19 (E) patrticipation in interdisciplinary groups;

20 (F) visits to other residential faellities;

21 (G) access to relevant professional literature;

22 (12) whenever,appropriate, the library should

23 provide training for beginning librarians, further the

24
.

orientation and training of library assistants, technicians,,.

179

I.



ry

175

473
'1

1 or volunteers, and serve as a training center for library

2 institutes or workshops;
\
1

3 ' (13) library services should be located so a.., to

4 be conv6ient and accessible to all users;

5 i (14)1 all library functions should be integrated

6 within a centralized location, whenever this does noi act

, 7 as a barrier to accessibility for any group;

8 (15) space, physical facilities, and equipment Plan
f

1 be adequate for carry out the program, and shall comply

11

with the standard's for library services health i care

institutions published by the appropriates

12 library association of hospitals and institutions of the

appropriate professional library, association;

14 (16) the 'hours during which the library is open

15 should meet the requirements of the majority/ of the

16 library's users, and should be as generous as possible;

17 and, 1

18 (17) users \of library services shall participate in

19 the planning and evaluation of library programs, by

20 means such as inivisory committees.

21. (h) If library services arc provided outside the res.:en-
.

22 tial facility, there shall be a forinal agreement that stipulates

23 lines of communication, areas,of responsibility, and kinds of

24 service.

180
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1 (1) The individual responsible for maintaining standards

2 of professional and ethical 'practice in the rendering of library

3 services to thd residential facility--

4 (1) shall have a master's degree in library science

5 from a school accredited by the recognized national pro-

6 fessional library association; and

7 (2) should have preparation in a field relevant to

8 work with the mentally retarded and other individuals

9 with (developmental disabilities.

10 (j) Individuals rendering library services, _including

brarians, media specialists, library and media _technicians,

12 supportive staff, and volunteers, shall have qualifications

13 appropriate to their fesponsibilities and duties.

14 Subchapter VIMedical Services

15 SEC. 261. (a) Medical services shall be provided in

16 order to-

17 (1) achieve and maintain an optimal level of gen-

18 eral health for each resident;

19 (2) maximize normal function and prevent disabil-

20 ity; and

21 (3) facilitate the optimal development of each resi-

22 dent.

23 (b) Medical services shall be rendered-

24 (1) directly, through personal contact between

25 pliyeiclanz rid residents; and

181
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1 (2) indirectly, through contact between physicians

2 and other persons working with the residents, which is

3 designed to maintain an environment that recognizes and

4 meets the health, hygiene, sanitary, and nutritional needs

5 of the residents.

6 (c) Medical services available to the residential facil-

ity should include-

8 (1) evaluation and diagnosis;

9 (2) treatment;

10 (3) program development services, including those

11 relating to-

12 (A) resident habilitation;

13 (B) staff training;

14 (0) community participation;

15 (4) consultation with, or relating to-

16 (A) residents;

17 (B) families of residents;

18 (0) the administration and operation of the

1" residential facility;

20, (5) medical and ancillhry staff training; and

21 (6) preverktiye health services for residents end

22 staff.

23 (d) The services of medical and surgical hospitals that.

24 are accredited by the recognized national appropriate joint

25 commission on accreditation of hospitals Shall be available

182
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I to residents. Only pathology, clinical laboratory, and radio-

2 logic services that meet the hospital accreditation standards

3 of such joint commissiun'on accreditation of hospitals shall

4 be utilized. Electroencephalographic services shall be avail-

5 able as necessary. There shall be evidence, such as may be

6 provided' by a record of the deliberations of a utilization re-

7 view committee; that such hospital and laboratory services

8 are utilized in accordance with proper professional stand-

9 ards.

10 (e) Physicians shall participate, when appropriate
..

11 (1) in the continuing interdisciplinary evaluation

12 of individual residents, for tik purposes Of

13 monitoring, and followup' of individualized habilitation

14 programs; and

15 (2) in the development for each resident of a de-

16 tailed, written stlitement of-

17 (A) case management goals, encompassing the

18 areas of physical and mental health, educalion, and

19 functional'and social competence; and

20 (i3) a management plan detailing the various

21 habilitation for' rehabilitation modalities that are to

22 be applied in order to achieve the specified goals,

23 with clear designation of responsibility for imple-

'mentation.

183
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(f) The management plan shall ordinarily include, but

2 not,necessarily be limited to-

3 (1) the resident's day-to-day activity program;/
5

4 (2) physical rehabilitation to prevent and correct

. deformity, to enhance mobility and to facilitate train -

t; ing in self-help skills;

7 (3.) provision for adaptive equipment necessary to

8 the rehabilitation plan;

9 (4) an educational program;

(5) a vocation and occupational program;

'11 (6) stated intervals for review of the management

12 plan; and

13 (7) short- and long-term goals, including criteria

for release.

15 (g) Statement of treatment goals and nianagement

16 plans shall be reviewed and updated
..

17 (1) as needed, but at least annually; and

(2) to insure. continuing appropriateness of the

19 goals, consistency of management methods with the

20 goals and the achio enfant of progress toward the goals.

21 (Ii) Special attention shall be given those residents \silo,

22 without active intervention, are tit risk of fluffier loss of

23 function, by means that include-

24 (1) early diagnosis of disease;

.181
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1 (2) prompt treatment in the early stages of

t. disease;

3 (3) limitation of disability by arresting the dis-

4 ease process;

5 (4) prevention of complications- and sequelae;

6 and

7 (5) rehabilitation services to raise the affected

8 individual to his or her greatest possible level of func-

9 tion, in spite. of his or her handicap, by maximizing the

10 use of his or her remaining capabilities.

11 (i) Preventive health services to residents shall

12 include

(1) means for the prompt detection and referral

14 of health problems, through adequate medical surveil-

15 lance, periodic inspection, and regular medical examina-

16 tion;

17 (2) annual physical examinations, that include-

18 (A) examination of vision and hearing;

19 (B) routine screening laboratory examina-

20 tions, as determined by the physician, and special

21 w studies when the index of suspicion is high;

22 (3) maintenance of a graphic record of height and

23 weight for each resident, in a form that permits ready
a

24 reference to standardized norms;

185
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1 (4) immunizations; rising as a guide the reconi-

2 mendations of the United States Public Health Service

3 Advisory Committee on Immunization Practices and 'of

4 the appropriate committee on the control of infectious

5 diseases' of the appropriate medical specialty association;

6 (5) tuberculosis control, in accordance with thd rec-

7 ommendations of the appropriate medical` spedalty as-

8 sociation as appropriate to the residential facility's popu-

9 lation; and'

10 (6) reporting of communicable diseases and hi,

'11 fections in accordance with law.

12 (j) Preventive health services to staff shall include

13 (1) preemployment physical examinations; find

14 (2) surveys for the detection and prevention bf

15 communicable diseases.

16 (k) There shall be a formal arrangement for qualified

17 medical care for the residential facility, including' care for

18 medical emergencies on a 24-hour, 7-days-a-week basis. 'A

19 physician, fully licensed to practice medicine in the State in

20 which the residential facility is located, shall be designated tti:

21 be responsible for-

22 (1) maintaining standards of professional arl

23 ethical practice in the rendering of medical services in the

24 residential facility; and
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1 (2) maintaining the. gen&al health conditions and

2 practices of the residential facility and/or system of

3 health services:
/

4 Each resident shall have a personal (primary) physician,

5 who maintains familiarity with his state of health and with

6 conditions within the residential living unit that bear on. his

health. Qualified medical specialiMs of recognized profes-

8 sional ability shall be,

9 \ (1) available for a broad range of specialized care

10 and consultation; and

(2)7iPpropriately used.

12 (1) Appropriate to the size of the residential facility,

13 an ongoing inserviec training program shall be conducted

14 this designed to maintain and improve the medical skills of

15 its physicians and their knowledge Jf development

16 ties, through methods such as staff seminars, outside speakers,

17 attendance at professional medical meetings, and informa-

18 tional exchanges with universities and teaching hospitals.-

19 (m) There shall be adequate space, facilities, and equip-

29 went to fulfill the professional, educational, and adminis-

21 trative needs of the medical service.

22 Subchapter WINursing Services

23 Sm. 262. (a) Residents shall be provided with nursing

24 services, in accordance with their needs, in order to

I

q
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(1) 'develop and maintain an environment that

will meet their total health needs;

3 (2) foster optimal health;

4 (3) encourage maximum self-care and independ-
.

5 once; anti.

6 (4) provide skilled nursing care as needed.

7 (b) There 'shall be a written statement of nursing phi-

8 losophy and objectives that are consistent with the purpose

9 of the residential facility and that give direction to the nursing

10 program. Yursing personnel shall lie responsible for the

n formulation, review, and revision of the philosophy and

12 objectives. The philosophy and objectives shall be-

13 (1) distributed to all nursing personnel; and

14 (2) made available and interpreted to all other

lv personnel.

16 (c) Nursing services should be provided throne-

17 (1) direct nursing intervention;

18 (2) instruction and supervision of residential facil-

19 ity staff rendering nursing care;

20 (3) supporting, counseling, and teaching the resi-

21 dent, his or her family, an& his or her direct-care staff,

22 at the residential facility in the home;

23 (4`) consultation and followthrough in the interest

24 of the resident; and

I$3
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. ,(5) participation on appropriate residential facil-

2 ity committees.

3 (d) Nursing services to residents shall include, when

,appropriate-

5 (1) professional nurse participation in=

6 .(A) the .preadmission, evaluation study and

7 plan.;

.8 (B) the evaluation study, program. design,

and placement of the resident at the time of admis-

.10 -sion:to the residential facility;.

(0) the perfbdie. reevaluation of the type, ex-

12 tent, and quality of services and programing;

13 (D) the development of 'discharge plans;

14 .(E) the referral to appropriate community

15 resources;

16 (2) services directed toward the promotion of

17 health, including-

18. (A) observation and -assessment of the (level-

19 opmental function. of the resident, within his or her

20- environment;

21. (B) training in habits of personal hygiene;

22 (0) family life and-sex education;

23 (D) safety education;

24 (E) control of 'communicable diseases and

25 infections, through

189
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(i). identification and assessment;

(ii) reporting to medical authority;

(iii) implementation of :approp
[Hate

pro-

tective and preventive measures;

(F) development of a written plan,for nursing

6 action, in relation to the total habilitation program;

7 (G) modification of the nursing plan, in terms

8 of the resident's daily needs, at least annually for

9 adults and more frequdn0 fqr children, in accord-

10 ante with developmental changes;

11 (3) participation in the prevention of disability for

12 all residents, ith special attentiouto thine residents who

13 exhibit the lowest level of functional development
_

1 (A.) nursing assessment of, the functional level

16 of development;

(lb development, implementation, and eo6rdi-47;

18 nation of a plan to maintain and encourage optiirial

19. level of function, with written provision for direct

20 and indirect nursing intervention; and

21 (4) planned, intensive nursing care fOr every resi-
,

22 dent who is medically determined to be acutely ill.

23 a (e) A professional nurse shall participate, as appropTi-

24 ate, in the planning and implemeiitatio,p of training of resi-

I 9J
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1
dential facility personnel. Direct-care personnel shall be

2
trained in

(1) detecting signs hf illness or dysfunction that
!?,

4 warrant medical or nursing intervention;

(2) basic skills required to meet the health needs

and problems of the,residents; and
6

(3) first aid in the presence of accident or illness.

8 (f) Qualified nurses shall be encouraged to become in-

9 volved in-

10 (1) initiating, conducting, and evaluating nursing

11 research;

12 (2) evaluating and; applying relevant research

13 fifulings for the benefit of esidents;

14 (3,) formulating the policies governing research

15 in the residential

16 (4) serving as resonce persons to schools of nurs-,

17 ing, and to public health musing, and related agencies.

18 (g) There shall be toailable sufficient, appropriately

,19 qualified nursing staff, N1hil may include currently licensed

20 practical nurses and other supporting personnel, to carry out

21 the various nursing service activities. ,A registered profes-

2222 sional nurse shall be designat d ns being responsible for main-

23 taining standards of prdessi mal, legal, and ethical practice

24 in the delivery of nursing se vices according to the greeds of

1 1
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1 the residents. The individual responsible for the delivery of

2- nursing services-

3 (1) should havesat least a master.'s degree in nurs-

4 ing; and

5 (2) shall have knowledge and experience in the

6 field of developmental disabilities:

7 (h) Nursing service personnel at all levels of experience

8 and 'competence shall be

. 9 ' (1) assigned responsibilities in accorlance with

10 their qualifications;

11 (2) Idepgated authority commensurate with their

12 rt3sponsibilit, ; -and

13 (3)f enlirovided appropriate professional nursing

14 ns
15 (i) Organized nursing services and professional nurse

16 :practitioners should have recourse to qualified and appro-

- ..-17 prime consultation as needed. All professional burns shall

be.familinr ;with, and adhere to, the code of ethics published

19 by the appropriate nationally recognized professional nurses'

20 association.

21' (j): Appropriate to the size of the residential facility,

22 there shall be an pduertticni-al program designed to enhanee
T

23 the clinical competencies and the knoWledge of developmental

24 disabilities of its prrofessional Cursing staff, through means,

25 including but not limited to

j 1 9 2
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1 (1) staff meetings and inservice training;

2 (2) seminars, workshops, conferences, and insti-
.

3 tutes;

4 (3) college and university courses;

5 (4) participation in professional organilations;

6 (5) ,participation in interdisciplinary groups;

7 (6) visits to other residential facilities; and

8 (7) access to relevant professional literature.

9 (k) To enrich and stimulate the residential facility's

10 miming program, and to facilitate its integ-ration with com-

11 munity services, educational experiences for students of all

12 types of professional and vocational nursing schools shall be

13 encouraged and defined by a contractual agreement, when-

14 ever the-best interests of the residents are thereby served.

15* (I) There shall be adequate space, facilities, and equip-

16 ment to fulfill the professional, educational, and administra-

17 tive needs of the nursing service. Professional nursing con-

18 saltation shall be included in the design and modification of

10 areas and residential facilities that will be used by the ill and

20 the physically handicapped.

21 Sukhapter VIII Pharmacy Services

22 Sic. 263. (a) In order to contribute to improved resi-

23 dent care and to promote optimal response to drug therapy

24 by the residents, through the.full utilization of the knowledge

25 and skills of the pharmacist, pharmacy services shall be pro-\
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1 viiled under the direction of a qualified pharmacist. There

2 shall be a formal arrangement for qualified pharmacy serv-

3 ices, includilig provision for emergency service, by, means

4 appropriate to the residential 'facility. Such Means may in-
,

5 elude the soil ices of a pharmacist in a local community or

6 hospital pharmacy that meets the standards listed herein, as.

7 well as the operation of its own pharmacy -by the residential-
8 ,facility. There..sliall be a current pharmacy manual that

...,

9 (1) juin& pOlicies and procediiesKand defines

10 the functioneand responsibilities relating to pliarniacy

11 services; and

12 (2) is revised; annually to keep abreast of current

13 developments in services and management techniques.

14 (b) There shall be a formulary system, approved by the

15 responsible physician and pharpuicist,, and by other ap-

JG propriate residential facility staff. Copies of the residential

17 facility's formulary and of the nationally recognized Ameri-

18 hospital formulary- sery ice shall be located and available,

1!) as appropriate to the residential facility.

20 (c) Upon admission of the resident, a medication his-

21 tort' of prescription and nonprescription clru*gs used shall be

22 obtained, preferably by the pharmacist, and his information'

23 shall be entered in the resident's record for the infcrmation

24 of the staff. The phnnnacistsball-

1 9
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1 (1) receive the original, or a direct copy, of the

2 physician's drug trea8nent order;
o 4

3 (2) review the drug regimen, and. any changes, for

4 potential adverse' reactions, allergies, interactions, con-
traindications, rationality, and laboratory test odifica-

5
thins, and advise the physician of Any recommhded

6
changes, with reasons and with an alternate drug regi-

7
men;

8
(3) maintain for each resident an individual record

9
of all medications (prescription and nonprescription)

10

dispensed, including quantities and frequency of refills;
11

12
(4) participate, as appropriate, in the continuing

interdisciplinary evaluation of individual residents, for
13

14
the purposes of initiation, monitoring, and followup of

individualized habilitation programs;
15

16
(5) Participate in any of the following activities

,17 that are unde rtaken in the residential facility:

18
(A) drug research;

19
(B) drug utilization review;

20
(C) infection and communicable disease com-

21
mittee;

,22
(D) safety committee.:

23
(E) patient-care incident review; and

24
(6) establish quality specifications for drug pur-

25
chases, and insuretthat they are met.

1 9
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1 (d) The pharmacist should-

2 1 ( 1) prepare a drug treatment plan; as prescribed

3 by the attending physician, for inclusion in the resident's

4 record and for use by the staff, that includes-

5 (A) the drug product, dosage form:1.00e of

6. administration, and time of administration, inelud-

7 ing, when appropriate;the time with respect to

8 meals, other drugs, and activities;

9 (B) a schedule of laboratory tests necessary to

10 detect adverse reactions;

11 (0) noting of any ,potential adverse reactions

12 for the staff's information;

13 (2) regularly review the rceord.of each. resident on

14 medication, and have contact with selected residents with

15 potential problems, noting in the residents' records and

16 reporting to physicians any observiitions `of response to

17 drug therapy, and of adverse reactions and over or

18 underutilization of drugs;

19 (3) provide instructions and counseling on the cor-

20 reet use of his or her dnigs, as prescribed by the attend -

21 physician, to each resident on home visit and dis-

22 charge, or to his or her parents;

213"' (4) provide education and counseling to residents

24 in independent living units on the correct use of their

25 drugs, as prescribed by the attending physician, and



ti
192

190

1 .. on the results exliected from correct use and frail over

2 or undentse;

3 (5) participate in programs for sex education and

4 drug abuse education;

5 (6) provide information on the resident's drug

6 regimen to the receiving residential facility pharmacist,

7 when the resident is transferred, and, with the approval

8 of the resident or his or her guardian, to the resident's

9 community pharmacist, his or her private physician,
a

10 or the community mental retardation or developmental

11 'disability service' when the resident is discharged from

12 the residential facility, so as to insure continuity-of care;

13 '(7) participate in inservice education programs for

14 professional and direct-care.staff;

15 (8) orient and teach students in pharmacy\and

16 other professions, regarding pharmacy's services to the

17 residents and regarding drugs and their uses; and

18 (9) participate in public educational and infonna-

19 tional programs on mental retardation and develop -

20 mental disabilities.

21 (e) Where appropriate to the residential facility, there

22 shall be a pharmacy and therapeutics committee, that in-.

23 eludes one or more pharmacists, to develop policy on drug

24 usage in the residential facility, and to deN clop and maintain

25 a current formulary. This committee shall meet not less than
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once every 3 months. Minutes of the committee meetings

2 shall be kept on file.

3 (f) Written policies and procedures that govern the

4 safe administration and handling of all drugs shall be (level-

5 oiled by the responsible pharmacist, physician, nurse, and

- 6 other professional staff, as appropriate to the residential fa-
.

7 cility. The compounding, packaging, labeling, and dispens=

ing" of drugs, including samples and investigational drugs,

9 shall be done by the pharmacist, or under his direct super-
.

1.0 vision, with proper controls and record's'. Each drug shall be

11 identified'up to the point of administration. Procedures shall

12 be established for obtaining drugs when the pharmacy is

13 closed.
t'10

(g) The unit dose or individual prescription system

15 'of drug distribution should be used. Wherever-possible, drugs

1.,) that require dosage measurement shall be dispensed by the

17 pharmacist in a form ready to be administered to the patient.

' 18 (h) There shall be a written policy regarding the ad-

-19 ministration of all drugs used by the residents, incliuling

20 those not specifically prescribed by the attending practitioner.

21 There shall be a written policy regarding the routine of

22 drug administration, including standardization of abbrevia-

23 tions indicating dose schedules. Medications shall not be used

24 by any resident other than the one for whom they were is-
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1 sued. Only appropriately trained staff shall be allowed to

2 adminiseer drugs.

3 (1) There shall be a written policy governing theself-

4 administration of drugs, whether prescribed or not.

5 (j) Drugs shall be stored under proper conditions of

6 sanitation, temperature, light, moisture, ventilation, segre-

7 gation, and security. All drugs shall be kept under lock and

8 key except when authorized personnel are in attendance.

9 The security requirements of Federal and State laws shall be

10 satisfied in storerooms, pharmacies, and living units. Poisons,

11 drugs used externally, and drugs taken internally shall be

12 stored on separate shelves or in separate cabinets, at all lo-

13 cations. Medications that are stored. in a refrigerator con-

14 Wiling things other than drugs shall be kept in a separate

15 compartment with proper security. A perpetual inventory

16 shall be maintained of each narcotic drug in the pharmacy,

17 and in each unit in which such drugs are kept, and inventory

18 records shall show the quantities of receipts and issues and

19 the person to whom issued or administered. If there is a

60 drug storeroom separate -from the pharmacy, there shall be

21 a perpetual inventory of receipts and issues of all drugs by

22 such storeroom.

23 (k) The pharmacist should review the drugs in each

24 living unit monthly, and should remove outdated and de-

, 25 teriorated drugs and drugs not being used. Discontinued and
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1 outdated drugs, and containers with worn, illegible, or miss-

,
2 ing labels, shall be returned to the pharmacy for proper

3 disposition.

4 ''There shall Be automakstop orders on all drugs.

5 -There shall be a drug recall procedure tyat can be readily

,6 implemented. Medication error -mud drUg reactions shall be

7 recorded and reported immediate to the practitioner who

8 ordered the drug. There shall be a procedure for reporting

,9 adverse drug reactions to the Federal Food and Drug Ad-

10 ministration. The pharmacist shall be responsible for the

11 storage and dispoliing ollinvestigational drugs. The pharma-

12 eist shall provide the residential staff with pharmacological

13 __and other necessary information on investigational drugs,

14 including dosage form, dosage range, storage, adverse reac-

15 tions, usage, and contraindications.

16 (in) There slid be an emergency

17 (1) readily available to each living unit; and

18 (2) constituted so as to appropriate to the needs

19 of its residents.

20 (n) Pharmacy services shall be-

91 (1) directed by a professionally competent and

22 legally qualified pharmacist who is a graduate of a

23 school of pharmacy accredited by an accrediting agency

24 approved by the Secretary, or its equivalent, and who
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1 serves on a full-time or part-time basis, as the activity

2 of the service requires;

3 (2) staffed by a sufficient number of competent

4 personnel, consistent with the residential facility's -needs,

57 and including

(A) pharmacists necessary to provider com-

7 prehensive pharmacy services;

8

9

(13) technicians and clerical personnel to re-

lieve the pharmacist of nonprofessional and clerical

10 duties;

(3) pharmacists should have had training or ex-

12 perience in providing services to the mentally retarded

13 and other individuals with developmental disabilities,

14 and should be sensitive to their needs; and

35 (4) all pharmacists shall be familiar with, and

adhere to, the code of ethics Of the nationally recognized

17 professional pharmaceutical association.

18 (o) Appropriate to the size of the residential facility,

19 there should be a staff development program, designed to

20 maintain and impro e,the skills of its pharmacy staff through

21 meafis, including but not limited to:

22 (1) staff meetings and inservice training;

93 (2) seminars, workshops, cvferences, and insti-
.

24 tutes;

.25 13) college and university courses;

201
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1 (4) participation in professiohal Organizations;

2 (5) participation in interdisciplinary groups;

3 (G) visits to other' residential facilities; and

4 (7) access to relevant professional literature.

5 (p) The pharmacy serving the residential facility

6 shall
(I) have, sufficient space for necessary compound-

8 ing, dispensing; labeling, and packaging functions;

9 (2) have the equipment necessary for compound-
.

10 ing, dispensing, issuing. storing. and administrative

11 funct,ionsr

12 (3) be clean and orderly; and.

13 (4) contain current pharmaceutical reference ma-

14 terial to provide adequate information concerning drugs.

15 (q) Space for the storage of drugs in the stoYeroom,

16 pharmacy, and living units shall be sufficient to prevent

17 crowding of the drugs. There shall be adequate driug prep-
_

18 ration areas, that are -

19 (1) properly secured;

20 (2) well lighted; and

(3) located so that personnel will not be into,-

02 rpted when handling drugs.

23 (r) If the residential facility operates its own plea-
s

24 nutty, there should be-

23 (1) an office for the pharmacist; and

292
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(2) a prir area for instructing and counseling

residents or parents on the correct use of drugs.

3 Subchapter IX Physical an4 Occupational Therapy

4 Services

5 SEC. 264. (a) Although this subchapter combines

standards for physical and occufational therapy, each is a

7 discrete serviCe that complements ithe other in a manner

8 similar to their relatiimship with all other health and tired-

9 ieally related services. Both services, therefore, shall be pro-

10 vided, or made available to, residents' on a continuing basis,

11 as needed. Physical and occupational therapy services shall

10 be provided in order to-

13 (1). prevent abnormal development and further dis-

14 ability;

15 (2) facilitate the optimal development of each resi-

dent; and

1"; (3) enable the resident to be a contributing and

participating member of tire community in which lie

19 resides.

.20 The residential facility shall have a written statement of its

21 physical therapy and occupational therapy objectives for its

22 ratidents, consistent with--

23 (1) thelteeds of the residents;

24. (2) currently accepted physical therapy and occu-

pational therapy theories, principles, and goals;

203*
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(3) the philosophy and goals of the residential

2 facility; 81 id

3 (4) tifo services and resources provided.

4 Physical and occupational therapy services shall be pro-

5 vided
t; (1) directly, through perellal contact between

7 therapists a nd residents:

8 (2) indiredy, through contact between therapists

9 and other persons involved with the residents, to:

Its (A) create and maintain an ahnosPhiffe that

11 recognizes the physical and psychosocial needs of

1.) residents and is conducive to the development and .

1:; maintenance of optional physical and psychological

14 functioning;

15 (B) maximize the effectiveness of all programs

laS for residents, through the application of knowledge

17 concern* the development and maintenance of

38 motorerfonnance and behuviors; and

141 (C) implement programs for the improvement

20 of physical and psychosocial functioning in all en-

.)1 viromnental settings.

Physical and occupational therapists shall have a responsi-
..

23 bility for organizing and implementing programs to achieve

phpical and occupational therapy goals throughout the resi-

25 dent's daily activities.

2
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1 (b) Physical and ocettpatioual therapy services avail-,

2 able to the residential facility should include.
3 (1) screening and evaluation of residents;

4 (2) titerapy with individuals and groups;

5 (3) program development services, including those

6 relating to-

7 (A) resident habilitation;

8 (B) inserviee training of professional, direct-

9 care, and other staff;

10 (0) community. participation;

11 (4) consultation with, or relating to-

12 (A) residents;

13 (B) families of residents;

14 (0) medical, dental, psychological, educa-

15 tional, nursing, and other services;

16 (D) the administration and operation of the

17 residential facility;

18 (E) the community served by the residential

19 facility;

20 15) training of '''erapy staff;

21 (6) training ' ehysical and occupational therapy

22 graduate or undergraduate students, interns, supportive

23 staff, and volunteer workers;

24 (7) assessment of program effectiveness; and

205
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1 (8) conduct, of, or participation in, research, and

2 dissemination and appropriate application of research

3 findings.

4 (c) Therapists should screen residents, in order to-

(1) determine the characteristics of the residential

'6 facility's population;

7 (2) identify resident needs and establish program

8 priorities; and

9 (3) determine the administrative, budgetary, and

10 personnel requirements of the service.

xx (d) Evaluation of individual residents by physical and

"12 occhpational therapists should incluile-

13 oy observing and testing performance and motiva-

1;1 tion in sensorimotor, perceptual, behavioral, and self-

15 care activities;

16 (2) assessment and analysis, of findings, to deter-

17 mine level of function _and to idcimtify deviations 'from

18 accepted norms;

(3) providing information for interdisciplinary staff

20 use, in determining diagnosis, functional capacities, prog-

.91 nosis, and mtmagemelit goals; and r.

22 (4) physical and occupational therapists shall par-
,

23 tieipate, when a ppropri tte, in the eon tinning interdisci:

plinary evaluation of indi ual residents, for the

2 0 6
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1 purposes of initiation, monitoring, and folloWup of

2 individualized habilitation programs.

(e) Physical therapy and occupational therapy staff

4 shall provide treatment-training programs that are designed

5 to
6' (1) preserve mid improve abilities for independ-

,
ent function, such' as range of motion, strength, toler-

8 mice, coordination, and activities of daily living;

9 (2) prevent, insofar as possible, irreducible or pro-
.

10 gressive disabilities, through means such as the use of

11 orthotic and prosthetic appliances, assistive and adaptive
k

12 devices, positioning, behavior adaptations, and sensory

13 stimulation;

14 (3) the therapist shall function closely with the

15 resident's primary physician and with oilier medical

16 specialists;

17 (4) treatment- training progress shall be
_

18 (A) recorded regularly; .

19, . (B) evaluated periodically; And'

20' (C) used as the basis for continuation or change

21 of the resident's program.

22 (1) Evaluation, results; treatment objectives,..plans, and

23 procodures; and continuing observations of treatment progress

24 shall be_
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1 ( 1 ) recorded accurately, summarized meaningfully,

2 and communicated effectively;

3 (2) effectively used in minutia; progress; and

4 (3) included in the resident's unit record.

5 (g) Consumers and their representatives, including resi-

t dents, families, other disciplines, and community groups, shall

7 be utilized in the planning and evaluation of physical therapy

8 and occupational therapy services. There shall be available

9 sufficient, appropriately qualified staff, and supporting per-
.

10 sonnet, to carry out the various physical and occupational

11

12

13

14

15,

therapy services, in accordance with stated goals and objec-

tives. Physical and .occupational therapists shall be

(1) graduates of a curriculum accredited by the ap-

propkiate nationally recognized tissociation;

(2) if a Physical therapist, eligible to practice in

_16 the State in which the' residential facility is located; and

17 (3) if an occupational therapist, eligible for regis-

18 (ration by the appropriate nationally recognized

elation.

.90 (h) A physical therapist and an occupational thorn-
-.

21 pist .shall be designated as being responsible for maintaining

22. standards of professional and ethical practice in the render-

23 ing of their respective therapy services in the residential

24 facility. _Hach such therapist shall be qualified as required

by. the provisions of subsection (g) and, in addition, shall-

2Jg
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.7.1 (1) have had 3 years of professional experience,

2 2 years of which should have been in working with the

3 . mentally retarded and other individuals with develop-

4 mental disabilities; c

5 (2) have demonstrated competence in administra=

6 tion and supervision, as appropriate to the residential

7 facility's program; and

8 (3) preferably have a master's degree, in an area

9 related to the program.

10 (i) Therapy assist ants.shall-

11. (1) be certified by the nationally recognized pro -

12 fessional occupational therapy association or be gradn-

13 ates of, a program accredited by the nationally recog-

14 nized professional physical therapy association; and

15 (2) work under the supervision of a qualified

16 therapist.

17 (j) Therapy aides shall-

18 (1) be provided specific inservice training; and

19 (2) work under the supervision of a qualified

20 therapist or therapy assistant.

21 (k) Physical and occupational therapy personnel shall
S

22 be-
23 (1. ) assigned responsibilities in accordance with

24 their qualifications;

'2-09
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1 (2) delegated authority commensurate with their

2 xesponsibilities; and

3 (-3) provided appropriate professional direction and

4 consultation.

5 (I) Physical and occupational therapy personnel shall

6 be familiar with, and adhere to, the ethical codes and

7 .standards -of- practice promulgated by their respective nation-

ally recognized professional organizations.

9 (in) -Physical therapy and occupational therapy serv-

10 ices operated by a residential facility shall seek consultation,

11 at periodic intervals, from experts in _physical therapy and

12 occupational therapy who are not directly associated with

13 the residential facility. Appropriate to the nature and size

14 of the residential facility and to the physical and occupa-

tional therapy services, there shall .he.a staff development

program that is designed to maintain and improve the skills

17 of physical and occupational therapy personnel, through

18 methods, including but not limited to:

-19 (1) regular staff meetings;

20
(2) an orgayized inservice training program in

21 physical 'and occupational therapy;

22 (3) visits to and from the staff of other residential

23 facilities and programs;

24 () participation in interdisciplinary meetings;

rs
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1 (5) provision for financial assistance and time for

2 attending professional conferences;'

3 (6) provisions for encouraging continuing educe-

4 tion, including educational leave, financial assistance,

5 and aelgustmodation work schedules;

6 (7) career ladders and other incentives to staff

7 recruitment and develkment ;

8 (6)- workshops and seminars;

9 (9) consultations with specialists

10 (10) access to adequatejbrary resources, which

include current and relevant books and journals in phys-

12 ieal and occupational therapy, mental retardation, de-'

13 ,velopment disabilities, and related professions and

14 fields.

15 ,(n) Space, residential facilities. equipment, supplies,"
1

16 and resources shall be adequate for providing efficient and

17 effective physical_and occupational,therapy services, includ-
,

18 ing, but not necessarily limited to

.19 (1) residential facilities for conducting adminis-

20 frative aspects of the program;

21 (2) residential facilities for conducting screenings

22 and evaluations;

(3) residential facilitiCs for providing treatment

24 and training for individuals and groups;
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1 (4) such other space, Staff, and services as arc

2 essential to support, and maintain effective programs;

3: and

4

5

6

7

8

9

10

11

12

13

14

(5) applopriate physical and'.occupational therapy
o

consultation shall be employed in the design, modifica-

tion, and furnishing of all physical and occupational

therapy areas and residential facilities required to meet

the specific goals of physical and occupational therapy

services.

subchapter XPsychological Services

SEC. 265. (a) Psychological services'shall be provided,

in order to facilitate, through the application of psychological

principles, techniques, and skills, the optimal development of

each resident. Psychological services shall be 'rendered-

15 (1) directly, through personal contact between psy-

16 chologists and residents;

17 (2) indirectly, through contact between psycholo-

18 gists and 'other persons involved with the residents,

19 designed to-

20 . (A) maintain an atmosphere that recognizes

21 the psychological needs of residents-and that is ton-

22 ducive to the development and maintenance of: con-

23 struetive interpersonal relationships; and

(B) maximize the effectiveness of all programs24

25 for residents, through the application of knowledge

212
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1 concerning the , understanding and change of be-

: E havior.

3 (b) Psychological services available to the residential

4 facility should include but not be limited to:-

5 (1) _evaluation and assessment of individuals and

6 programs;

7 (2) therapy with indiyiduals and groups;

8 (3) program development services, including those

9 relating to-

10 (A) resident habilitatiOn;

(B) staff training;

12 (0) community participation;

13 (D) resident, staff, and community motiva-

tion;

15 (4) consultation with, or relating to-m-

16 (A) residents;

(B) parents of residents;

.18 (C) the administration and operation of the

19 residential facility;

20 (I)) the comp uniiy served by the residential

facility;

22 (5) psychology staff training; and

23 (6) coiiduct of research, consultation on research

24 design, and dissemination of research findings.

213
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(c) Psychologists shall participate, when appropriate,

2- in the continuing interdisciplinary evaluaticin of individual

3 residents, for the purposes of initiation, monitoring, and

4 followup of individualized habilitation programs-

5 (1) psychologists shall conduct evaluations times-

6 nary to

7 (A) mce t legal requirements;

8 (B) meet research needs; and

9 (0) provide data for biostatistical reporting;

10 (2) methods of data collfetion employed in ,evalua-
t

tion and assessment Shall include, as appropriate-

12 , (A) standardized tests and techniques;

13 (B) observations in natural and experimental.

14 settings, using standardized or generally accepted

- 15 techniques;

16 (0)* interviews with-

17 (1) tlfe resident (or prospective resident) ;

18 Oil members of the resident's family and

other informants; and -

20 (D) review of all pertinent records, including

21 the comparison of current and previous status;

22 (3) collation, analysis, and interpretation of data

23 shall-

24 (A) be performed in accordance with stand-

25 arils generally acceptable in professional psychol-

26 ogy;

2 1. 4,
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(B) provide, as appropriate, both intra- and

2 interindividual comparisons, by reference to nonna-

. 3

4

5

6

tive data; and

(0) utilize appropriate equipment, which is

made available for the purpose;

(4) the reporting and dissemination of evaluation

7 results shall be done in such a manner as to

(A) render the content of the report mean-

9 ingful and useful to its intended recipient and user;

10 (B) enhance clinical understanding of the in-

11 dividual;\

12 (0) promptly provide inforniation useful to

13 staff working directly with the resident;

14 (D) facilitate use of data for research and pro-

15 fe'ssional education;

16 (E) facilitate use of data for statistical report-

17 ing; and

18 (F) maintain accepted standards of confiden-

19 tiality;

20 (5) there shall be developed and maintained for

21 each resident a continuing evaluation record that is fre-

22 quentlated-fiiiit that iitelndes, -but is not limited-to-,

23 psychometric data..
C

24 (d) Psychologists shall participate, when appropriate, in

2 15
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1 the development of written, detailed, specific, anti individual-
.

2 ized habilitation program plans that-

3 ( k) provide for periodic review, followup, and up-

4 dating;

5 (2) are designed to maximizo each resident's (level-

6 opment and acquisition of-

7 (A) perceptual skills;

8 (B) sensorhnotor skills;

9 (C) self-help skills;

10 (D) communication skills;

11 (E) social skills;

12 (F) self direction;

13 (G) ,emotional stability;

14 (H) effeCtive use of time (including ,leisure

15 time) ; t.

16 (I) basic knowledge;

17 (J) vocational-occupational skills; and

18 (K) socioeconomic values relevant to the corn-

19 'nullity in whleh he lives.

20 (e) Psychologists should provide individual, or groups

21 of, residents with therapy-ICsigned to develop, modify, and

22 maintainbehavior and attitudes/that-are rewarding and dice-
,.

23 Live in mecting,the -demands of tileit'intrapersonal and inter-
.

24 personal situations. PSyelndogists Should provide consulta----
25 Lion and training' sefyiCes to program staff concerning:

216 r
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1 ( 1) principles and methods of understanding and

2 changing behavior, to the end of devising maximally

3 effective programs for residents;

principles4 (2) principles and methods of individual and pro-

gram evaluation, for the purposes of assessing resident

6 response to programs and of measuring program

7 effectivenes;

8 (3) psychologists should participate in the develop-

9 went of incentive systems designed to maximize moti-
..

10 vation and to optinjize, by means of provision for

feedback, performance, and learning on the part of

(A) residents enrolled in habilitation 'pro-

grams;

11

12

13

14 (B) staff engaged in resident habilitation pro-

15 grams; and

16

18

19

20

21

22

23

24

(0) personnel involved in resident habilita-

tion resources in the community.

(f) Psychologists should provide assistance or consulta-

tion relativ,e to

(1) developing and conducting evaluations designed

to select and maintain appropriate and effective staff;

(2) developing job analyses;

(3) psychological problems, of staff, including the

making of appropriate referrals;

217
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1 (4) data concerning staff, and reports of evalua-
.

2 tions f staff, shall

3 (A) be proVided in appropriate form, and only

4 - to clearly appropriate supervisory staff; .

5 (B) enable diita to be u§ecl for classification

6 and reporting purposes;

7 (0) enable data to be :used for research pur-

poses; and8

9 (D). maintain acceptable standards of conk-
,.

10 dentiality.

11 (g) Psychologists should participate in-

12 (1) educating appropriate members of the corn -

munity, concerning the domiciliary, vocational, and re'e-
..

14 reational needs of residents who return to the corn-

15 munity;

16 (2) planning with community officials the adap-

17 tation of domiciliary, vocational, and recreational re-
;

18 sources, to optimize resident adjustments; and

19. ' (3) developing appropriate expee'taneies and atti-
.

20 tudes within the communityinto which residents go.

21 (h) There shall be* available sufficient, appropriately

22 qualified staff, and necessary supporting persoimel, to carry

23 out the various psychological service aavities, in accord=

24 nee with the needs of- -the following functions:

218
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1 : , (1) p,hychological services to. residents; including',
2 evaltuiticn, consultation, thelrapy,. and program decelopr

3,

4 (2) administration and supervision of psycholog-

servicei;

6 (3) staff training;

(4), research;

8 (5) the residential facility should have available to

it the. services of at leapt one doetoral-level psychole-

., 10 gist who is-

11 (A.) ,a diplomate of the nationally recognized

12 board of Professional psychology, or is licensed or

13 certified, by a State' examining board, or is certified

14 by a voluntary board established by a qualified State

$5 professional psychological association;

, 16 . (B) knowledgeable and experienced in the area

17 of mental retardation or developmental dNbilities;

18 , 4' (6) a psychologist, qualified as specified in stibr

19 section (h) (5) shall be designated as being responsible

20 for maintaining standards of professional and ethical

21 practice in the rendering of psychological services in the

22 residential faeility;

23 . (.7) 'all pstychologists providing service to the resi-
t

24 dential facility shall-

219
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(A). possess the educational -and. experiential

2 qualifications required for thembeiship in the As-
_

3 tionally recognized -professional psychological asso-

4 elation;

5 (B) have demonstrated knowledge in the area

6 of mental retardation and developmental disabilitits;

(8) all psychological technicians, assistants, and

8 clerks employed by the residential facility shall work

9 tinder the direct supervision of a psychologist who is

16 qualified as specified in subsection (h) (5) ;

(9) all members of the psychological services stuff

12 shall have and be familiar with, the ethical standards

13 of psychologists and the nationally recognized casebook

14 -on ethical standards of psychologists,. published by the

15 nationally recognized appropriate professional psycho-

16 logical. association, and all shall adhere to the ethical

17 standards stated therein;

. 18 (A) all new psychology service employees shall

19 rdceive this material, and be familiarized with it, as

20 a part of their orientation; and

21 (B) the application of the ethical standards

22 to practice with the mentally retarded and develop -

23 mentally disabled in residential facilities shall be

24 emphasized.-

22.0.
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1 (i) Appropriate to the size of the residential facility,

2 an ongoing inservice training program shall be conducted

3 that is designed to maintain and improve the skills of its

4 psychology staff, through methods, including but not limited

5 -to-

6' N ) stall seminars;

7 (2) -outside speakers;

8 (3) visits to and from the staff of other residential

9 facilities;

1Q (4) attendance at conferences;

11 (5) participation in interdisciplinary groups;

12 (6) informational exchanges with universities,

13 teaching hospitals, community mental health and men-

14 tal retardation centers, and other community resources;

15 and

16 (7) adequate library resources, including current

17 and relevant books and journals in psychology and men-

18 tal retardation and developmental disabilities shall be

19 available.

20 (j) The training of interns and graduate students in

21 psychology shall be encouraged, and appropriate supervi-

22 sion shall be ,provided. There shall be 'appropriate space

23 and equipment for psychological services, including-

24 (1) offices for professiontand clerical staff;

25 (2) testing and observation rooms;

2.21-
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(3) interviewing, counseling, and training and

2 treatment rooms;

3 (4) play therapy rooms; ,

4 (5) access to conference rooms; and

5 (6) access to rpsearch and data analysis facilities.

6 Subchapter XIRecreation Services

7 SEC. 266. (a) Recreation services should provide each

8 resident with a program of activities that-

9 (1) promotes physical- and mental health;

10 (2) promotes optimal sensorimotor, 'cognitive, af-

11. fcctive, and social developinent;

12 (3) encourages movement from dependent to in-

13 dependent and interdependent functioning; and

14 (4) provides for the enjoyable use of leisure time.

15 (b) The residential facility shall have a written state-
,

16 ment of its recreation objectives for residents, consistent

17 with-

18 (1) the needs of its residents;

19 \ (2) ,currently accepted. recreation principles, and

20 goals; \,

21 (aj,) the philosophy and goals of the residential

22 facility; and

23 (4)' the services and resources the residential fa-
t

24 cility offers.
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1 re)Aecreation services available to the residential fa-

d cility shouldinclude-

3 (1) recreation activities for the residents;

4 (2) recreation counseling;

5 (3) individual and group instruction of residents

6 in recreation skills, to achieve maximum proficiency and

develop leadership potential;

8 (4) therapeutic recreation;

9 ..z2 (5) education.and consultation; and

10 (6) research and evaluation.

11 (d) Recreation activities available to the residents

12 should include, as appropriate to the size and location of the

13 residential facility, and as adapted to the needs of the resi-

n dents being served-

15 (1) excursions, outings, and other trips to famil-

16 iarize the residents with community facilities;

17 (2) spectator activities, such as movies, television,

18 sports events, and theater;

19 (3) participation in ,music, drama,, and,dancq, such

20 as rhythmics, folk dancing; community sings, group

21 music sessions in the living units, performance in music

22 or dramatic productions, performance in choral or in-

23 strumental groups, and informal listening to records or

24 tapes;
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(4) outdoor and nature experiences, including

activities such as camping, hiking, and gardening;

(5) team sports and lead-up activities;

( &) individual and dual sports, such as bowling,

archery, badminton, horseshoes, miniature golf, bicy-

cling, and shuffleboard;

(7) hobbies, such as collecting, photography, model

building, woodworking (including use of power tools) ,

cooking, and sewing;

(8) social activities, such as clubs, special inter-
,

11 est and discussion groups, social dancing, cookouts,

12 parties, and games;

13 (9) service clubs and organizations, such as lead-

14 ers clubs, scouting, 4H, Judior Red Cross, Junior

15 Chamber of Commerce, Hi-Y, Tri-Ili-Y, resident coun-

16 cils, and senior citizenrclubs;

17 (10) aquatics, including waterplay, swimming, and

18 boating;

19 (11) arts and crafts, including a wide range of

20 activities from simple to complex, from reproductive to

21 creative, and consistent with activities found in the

22 community;

23 (12) physical fitness activities designed to develop

24 efficient cardiovascular and card

2 .2
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strength, endurance, power, coordination, and agility,

2 sufficient for both usual and extra demands;

3 (13) library services for reading, listening, and

4 viewing, such as looking at books, listening to records

5 and tapes, and viewing film strips and slides;

6 (14) celebration of special events, such as holidays

7. and eld days -;

8 (15) winter activities, including snow sculpture

9 snowplay, games, and sports;

10 (16) opportunities to use leisure time in activities

of the resident's own choosing in an informal setting an-
.

12 der minimal supervision, such as a "drop-in center";

13 (17) frequent coeducational experiences, to promote

14 acceptable social behavior and enjoyment of social rela-

15 tionships; and

16 (18) activities for the nonambulatory, including the

17 mobile and nonmobile.

(e) Maximum use should be made of all community

19 recreation resources. Recreation counseling should be a con-

20 tinuous process that provides for- -

21 (1) modification of resident's recreation behaviors;

22 (2) guidance to residents on how to find, reach, and

23 utilize community recreation resources;

24 (3) family counseling in relation to recreation ac-

25 ti,rities; zfrnd
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(4) interpretation of residents' needs and abilities

c. 2 r to community agencies.

3 (f) Therapeutic recreation,' defined as purposive inter-

4 vention, through recreation activities, to modify, ameliorate,

5 or reinforce specific physical, emotional, or social behaviors,

6 should include, as appropriate-

7 (1) participation on an interdisciplinary team, to

8 identify the habilitation needs and goals of the resident;

(2) determination of appropriate recreation inter-

10 vention, to achieve the stated habilitation goals;

11 (3) a written plan for implementing the thera-,,

12 peutic recreation objectives, consistent with the recom-

13 mendations of the evaluation team; and

14 (4) evaluation of the effectiveness of such inter-

15 ventions, and subsequent redefinition of the resident's

16 habililation needs and goals.

17 (g) Education and consultation services should

(18 include-

19 (1) provision of stimulation, leadership, and as-

20 sistance with recreation activities, conducted by the

21 direct-care staff;

22 (2) staff training and development;

23 (3) orientation and training of volunteers;

24 (4) training of interns and students in recreation;

226
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1 (5) consultation to community agencirl, and orga-

nizations, to stimulate the thwelopment and impro;vement

3 of recreation services for the retarded and other develop-

4 mentally disabled individuals; and

5 (6) public education and information, to encour-

6 age accept c e of the retarded and other developmentally

disabled individuals in recreation activities.

8 (h) Recreational service.shall be coordinated with other

9 services and programs provided the residents, in order to

10 make fullest possible use of the residential facility's resources

11 and to maximize Benefits to the residents. Activities in

12 health, music, art, and physical education shall be coordi-,

13 nated With recreation activities relevant to these areas.

14 (i) Records concerning residents should include-

15 (1) periodic surveys of their recreation interests;

16 (2) periodic surveys of their attitudes and opinions

17 regarding recreation services;,

18 (3) the extent and level of each resident's partici-

19 pation in the activities program;

20 (4) progress reports, as appropriate;

21 (5) reports on relationships among peers, and be-

- 22 tween residents and staff; and

23 (6) evaluations conducted by personnel at all levels

24 and, where appropriate, by staff from other services.

25 (j) Established procedures for evaluating and research-,
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1 ing the effectiveness of recreation services, in relation to

2 stated purposes, goals, and objectives, should include-

3
(1) utilization of adequate records concerning rest -.

4 dents' interests, attitudes, opinions, participations, and

5 achievements; ,

6
(2) time schedules for evaluation that are appro-

7 Priate to the.service or program being evaluated;

8
(3) provision for using evaluation results in pro-

9
gram planning and development;

10
(4) provision for disseminating evaluation results

in professional journals and in public education and

12
information programs; and

13
(5) encouragement of recreation staff to initiate,

14 conduct, and participate in research studies, under the

15 supervision of qualified personnel.

16 (k) There shall be sufficient, appropriately qualified

17 recreation staff, and necessary supporting staff, to carry out

18 the various recreation services in accordance with stated

10 goals and objectives.

20 (1) Scheduling of stall shall provide-

21 (A) coverage on evenings, weekends, and holidays;

22 and .

(13) additional coverage during periods of peak

24 activity.
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1 (2) Recreatioh personnel shall be

, 2. (A) assigned responsibilities in accordance with

3 their qualifications; 1

.F

4 (B) delegated authority commensurate with their

5 responsibility; and

6 IC) provided appropriate professional recreation

7 supervision.

8 (3) Personnel conducting activities in recreation pro-

9 gram areas should possess the following minimum educa-

tional and experiential qualifications:

11 AA) a bachelor's degree in recreation, or in a spe-
.

12 cialty areaou,0 as art, music,: or physical education; or

13 (B) .an associate degree in recreation and one year

14 of experience in recreation; or

15 (0) a high school diploma, or an equivalency cer-

16 tificate;, and 2 years of experience in recreation, or 1

17

18 ,

year of experience in recreation plus completion of

comprehensive inservice training in ,recreation; or

19 (1)) demonstrated proficiency and experience in

20 c ducting activities in one or more program areas.

21 Personnel performing recreation counseling or

22 therapeutic recreation functions should possess the follow-

23 ing minimum education and experiential qualifications, and

24 should be eligible for registration with the appropriate na-
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1 .tionl,lry recognized therapeutic recreation society at the

appropriate therapeutic recreation specialist level:

(A) a master's degree in' therapeutic recreatip

4 and 1 year of experience in a, recreation program serv-

5 ing disabled' persons; or

6 (B) a master's degree in recreation and 2 years

7 of experience in a recreation program serving disabled

8 persons; or

9 (C) a bachelor's degree in recreation and 3 years

10 of experience in a recreation program serving disabled

11 persons; or

12 (D) combination of education and experience in

13 - recreation serving disabled_ persons that totals 6 .years.

14 (5) Education and consultation functions in recreation

15 should be conducted by staff members, in accordance with

16 their education; experience, and role in the recreation

17 program.

,18 (1) Appropriate to the size of the recreation program,

la there shall be a stuff development program that provides

20 opportunities for professional development, including-

21 (1) regular staff meetings;

22 (2) an organized inservice training program in

23 recreation;

24 (3) access to professional journals, books, and other

25 literature in the fields of 'recreation, -therapeutic reerea-
,
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tion, rehabilitation, special education, and other allied

2 professions;'

3 .(4) provisions for financial, assistance and time for

4 .attendance at professional conferences and meetings;

5 (5) procedures for encouraging continuing educa-

6 Lion, including educational leaves, direct financial assist-
's,

7 ante, and rearrangement of work schedules;

8 (6) provision for workshops and seminars relating

9 to recreation, planned by the recreation and other profes-

10 sipnal and administrative staff; and

11 (7) provision for staff consultation with specialists,

12 as needed, to improve recreation services to residents.

13 /(m) Reeroation areas and facilities shall be designed and

14 con tructed or modified so as to

'15 (1), pemit all recreation services to be carried out

16 to the fullest possible extent in pleasant and functional

17 surroundings;

18 (2) be easily accessible to all residents, regardless

19 of their disabilities;

20 (3) appropriate recreation consultation shall be em-

21. ployed in the design or modification of all recreation-

22
-b.

areas and facilities;

23 (4) toilet facilities, appropriately equipped in ac-

24 cordance with the needs of the residents, should be cosily

accessible from recreation areas; and25
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(5) appropriate and necessary maintenance serv-

2 ices shall be provided for all recreation areas and facili-

3. ties.

4 (n)e Indoor recreation facilities should include, as ap-

5 propriate to the residential lity-

6 (1) a multipurpose room,;

7 (2) a quiet browsing,room;

'8 (3) Recess Loa gymnasium;

9 ,(4) access to an auditorium;

10 (5) access to suitable library facilities;

11 (6) access to kitchen facilities;

12 (7) adequate and convenient space for storage of

13 supplies and' largd 4Ind small equipment;, and

14 (8) adequate office space for the )creation staff. -

15 (o) Outdoor recreation facilities should include, as ap-..

16 propriate to the residential fficility

' 17 (1) access to a- hard-top, all-weather-surface- area;

lo (2) access. to gardening and nature activity areas;

19 (a) access to adequately equipped recreation areas;

.20 and

2:1 (4) the residential facility's residents should have,

22 as appropriate and feasible, access to year-round swim-

23 ming and aquatic facilities. ,

24 (p) Adequate transportation services for recreation

25 programs shall be provided. Recreat;m equipment and, sup-

,
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plies in sufficient quantity and, variety shall be ,provided to

2 carry, out the stated objectives of the activities programs.

3 Toys, games, and equipment shall be

(1) selected on the basis of suitability, safety,

5 durability, and multiplicity of use ;,and'

6 - o (2) adapted as necessary to the special needs of

7 the residents.,

8 (q) If a music therapy program is provided,. it should

9 include-

10 (1) participation by the music therapist, when

11 appropriate, on an interdisciplinary ealuation team to

12 identify the resident's .needs and ways of meeting them;
;

13. (2) determination of music therapy goals for the

14 resident hnd development of a written plan for achieving

15 them;

/ 16 (3) periodic progress reports, reevaluations, and

17 Program changes as indicated;

18 (4) direction by a therapist eligible for registta-

19 tion with.the appropriate nationally recognized assoeia-

20. tion for therapy; and

21 (5) appropriate space, facilities, and equipment,

22 with special consideration of.theacoustical characteristic's

23 of rooms used for Performing and listening.
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Subchapter XIIReligious Services.

2 SEC. 267. (a) Religious' services shall be made avail-

3 able to residents, in accordance with their needs, desires,'

4 capabilities, and in accordance with their basic right to

5 freedom of religion, in order to-

6 (1) develop and enhance their dignity;

7 (2) provide for the most meaningful and relevant

8 practice of their religion; and

9 (3) provide spiritual programs designed to aid

10 'their development and growth as persons.

31 (b) Implementation of religious services should utilize

33

14

15

16

community resources, whenever and wherever this is possible

and be in the best interests of the residents. The objectives of

the residential facility's religious services for it residents shall

be directed toward full integration into, and membership in,

th'eir faith, and should include-

17 (1) upholding the dignity and worth of the indi-
,

J8 vidual;

19 (2) building moral and ti ethical standards of

20 behavior;

21 (3) preparing for religious growth in their faith

22 groups;

23 (4). establishing healthy self, world, and God con-

24 cepts;

231,
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(5) establishing constructive value systems;

2 (6) giving direction toward greater personal,

3 maturity ;1

(7) strengthening interpersonal relationships; and

(8) contributing to growth in personal adequacy

6 and happiness.

(c) Religious -services shall be made available to all

residents, regardless of their degree of retardation or devel-

opmental disability. Participation in religious programs shall

be voluntary, in accordance with the wishes of the resident,

if he or she expresses them, or with the wishes of his or her

parent or guardian.

5

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

2.3

24

(d) Religious services to residents should include

(1) worship opportunities, sacraments, and reli-

gious rites, according to the needs 'and abilities of the

residents and consonant with the practices of their re-

spective faiths

(2) religious education programs geared to the

needs and abilities of the residents;

(3) observation of dietary practices in keeping

with the religious requirements of residents' faith groiips;

(I) observation of religious holidays and holy days

in keeping with the religious requirements of residents'

faith groups;

2 35:-
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1
(5) pastoral counseling, both individual and group,

2 to residents and their' families;

3
(6) pastoral visits to residents, with special empha-

4 sh, ,n the care of the troubled, the sick, and the dying;

5 (7) pastoral consultation with persons concerned

6 with the resident's welfare; and

7 (8) referral and communication between religious

8 workers in the residential facility and in the community.

9 (e) Those who serve the religious needs of the resi-

n dents, including clergy, religious educators, and volun-

teers, sho"uld whenever possible-

12 (1) assert and safeguard the full human and civil

13 rights of the residents;

1 (2) participate, as appropriate, in team and other

15 interdisciplinary planning regarding programs for indi-

16 vidual residents, as well as in residential facility-wide or

17 community programs;

IS (3) keep appropriate records of significant religious

19 events in the lives of each resident;

29 (4) participate in training programs for residential

21 facility personnel, including orientation of direct-care

22 personnel in how they may help to further the religious

03 programs for residents;

(5) participate in training programs for column-

25 nity clergy, theological students, and others;

236W
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(6) become involved with community clergy, and

2 with religious and other groups, in their concerns for

3 the spiritual care if the retarded and other developmen-

4 tally disabled individuals;

5 (7) promote public understanding and acceptance

6 of the retarded and other developmentally disabled in-

7 dividuals; and

8 (8) participate in their own faith group meetings,

9 as required to maintain their standing.

10 (f) There shall be available sufficient, appropriately.,

qualified personnel, which may include clergy or religious

.12 leaders, religious educators, volunteers, and clerical and

13 supporting personnel, to carry out the various religious

14 programs

°15 (1) religious services to residents shall be, wider

16 the direction of a person who, in keeping with the size

17 and nature of the residential facility, may be one of the

18 folowing:

19 (A) a chaplain certified for work with the

20 mentally retarded or other individuals with devel-

21 opmental Disabilities by a recognized certifying

22 agency;

23 (B) a clergyman or religious leader in good

24 standing in his religious body;

25 (0) a religious educator; or
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(D) a responsible person, who secures the serv-

ices of qualified .persons in carrying out the worship

and education aspects of the program;

4 ,(2) chaplains serving residential facilities for the

5 retarded, on a full- or part-time basis, should-

6 (A) be clergnien or religious leaders in'good

7 standing in their religious bodies; or

8 (B) be endorsed or assigned by their recog-

9 nized religious bodies; or

10 (0) have B.A. and B.D. degrees, or their

11 equivalents;And

12 (D) he certified for work with, the mentally

12 retarded or other individuals with developmental

14 disabilities by a recognized certifying agency;

15 (3) professional religious educators serving resi-

16 dentia facilities for the retarded or other individuals "r"

17 with developmental disabilities, on a full- or part-time

18 basis, should-

19 (A) be endorsed or assigned by their recog-
.

20 nized.religious bodies; or

21 (B) have a bachelor's degree, or its equiva-

22 lent; and

23 (p) be certified for work with the menially

21 retarded or other individuals with developmental

25 disabilities by a recognized certifying agency;
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1 (4) nonprofessional religious services personnol,

2 including volunteers, should-
3 (A) be screened for ability to ',perform their

4 assigned duties;

5 (B) be oriented to, and trained for, their as-..

6 signments; and

7 (0) be provided ongoing supervision by a

8

9

clergyman, religious leader, or religious educator

of the respective faith.

10, (g) Appropriye to the size of the residential facility,

n there shall be an educational program designed to enhance

12 the competencies of religious services personnel, through

13 means such as :'

14 (1) staff meetings and inservice training;

13 (2) seminars, workshops, conferences, and insti-
16 tutes;

17 (3)

18,

19

20

21

22

(4)

(5)

(a)

-(7)

(8)

college and university courses;

participation in professional organizations;

partieipationin interdisciplinary groups;

visits to other residential facilities;

access 9) relevant professional literature; and

religious services personnel should have access

2:3 to qualified and appropriate consultation, as needed.

2t (h) Religious services personnel should be encouraged,

25 when possible, to involve themselves in, activities such as-
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1 (1) offering clinical pastoral educational programs;

2 (2) providing educational experiences for students;

3 (3) developing innovative religious education ma-

' 4 terials;

5 / (4) developing innovative worship services;

6 (5) conducting specific research and development"

7 projects; and

8 (6) exploring and expanding citizen advocacy pro-

9 grams.

10 (i) Residents shall have access to places appropriate

11 for worship and religious education that are adequate to

12 meet the needs.of all. Religious services personnel shall. be

13 provided with office and other space, equipment, and supplies

14 adequate to carry out an effective program.

15 Subchapter XIIISocial Services '

16 SEC. 268. (a) Social- .services shall be available to all

17 residents and their families, in order to foster and facilitate=

13 (1) maximum personal and social development of

39 the resident;

20 (2) positive family functioning; and

21 (3) effective and satisfying social and community

22 relationships.

.o3 (b) Social services shall be provided, aireCtly and hi-
,.

24 directly, to-
4,3

1r
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1 , (1) the resident;

2 (2) his or heifamily;

3 (3) individuals or groups who represent different

4 aspects of the social environment of the resident; and

5 (4) the community.

6 (c) Consumers and their representatives, including resi-
.

7 dents, families, other disciplines, and community groups

8 shall participate in the planning and evaluation of social

9 service programs. Social services, as part of an interdisci-

10 plinary spectrum of services, shall be provided through the

11 use of social work methods directed toward.
12 (1) maximizing the social functioning of the resi-

..

13 dent;

14 (2) his or her family;

15 (3) modifying environmental influences leading to

16 or aggravating, mental retardation or developmental dis-

17 abilities;

18 (4) increasing public understanding and acceptance

19 of mental retardation or developmental disabilities and its

20 associated problems;

21 (5) creating a favorable climate to assist each re-

22 tarded person to achieve as nearly normal living as is

23 possible for the resident;

24 (6) asserting and safeguarding the human And civil

25 rights of the retarded and other individuals with develop-

26 mental disabilities and their families; and
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(7). fostering the human dignity and personal worth

2 of each resident.

3 (d) Social services available to the residential facility

.1 should include, as appropriate

(1) preadmisSion evaluation and counseling, with

6 referral to, and use of, other community resources, as

7 appropriate;

8 (2) psychosocial assessment of the individual tesi-

9 dent and his or her environment, as a basis for formu-

10 lating an individual treatment plan;

11 (3) implementation of,-an individual social work

12 treatment plan for the resident and his or her family;

13 (4) planning for community placement, discharge,

14 and followup;

15 (5) participation in policy and program develop-

16 runt within the residential facility in relation to-

17 (A) the resident's psyehosocial''needs and de-
,

18 velopment ;

(B) serving the families of the resident;

(0) use of community supportive and habili-

21 tative services;
ti

(D) staff training and development;

23 (6) consultation with, or in relation to-

24 (A) programs offered by other disciplines;

51-713 0 75
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(B) administration and operation- of the resi-

dential facility;

3 (C) agencies and individuals in tbe commu-

4 nity served by the residential facility;

5 (7) collaboration with other service delivery sys-

8 toms in planning and implementing programs for rcsi-

7 dents; and

8 (8), participation in social work and interdiscipli:

9 nary program evaluation and research.

10 (e) During the evaluation process, which may or may

'41 not lead to admission, the resident and his or her family

12\ should be helped by social workers to

13 (1) know the rights and services to which they are

14 entitled, including the means of directing their appeals to

15 the,proper sources;

16 "(2) obtain advocacy on their behalf if rights and

17 services are denied them; and

18 (3) consider alternative,services, based on the re-

19 tarded or developmentally disabled person's status and

90 salient family and community factors, and niake a re-

91 sponsible choice Ili, to whether and when residential

2 placement is indicated.'

93 (f) During the preadmission process, the resident and his

24 or her family should be helped by social workers to

4.3
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1 (1) cope with problems of separation inherent in

2 placement;

3. (2) initiate planning for the resident's return to his

4 or'her family or community;

5 (3) begin involving themselves as partners with the

6 residential facility staff in developing a treatment

7 habilitation plan;

8 (4) become oriented to the practices and procedures
;

9 of_the residential facility; and

10 (5) share information about themselves that will

11 provide the residential facility's staff with maximum

12 understanding of their situation, so that effective services

13 can be delivered.

14 (g) Social workers shall participate, when appropriate,

15 in the continuing interdisciplinary, evaluation of individual

.16 residents for the purposes of initiation, monitoring, and fol-

17 lowup of individualized habilitation programs.

18 (h) Daring the retarded or developmentally disabled

19 person's admissiOn to, and residence in, the residential fa-

20 cility, or while he or she is receiving services from the

21 residential facility, social workers shall provide liaison be-
.

22 tween him, the residential facility, the family, and the com-
,
23 munity, so as W:

t 24 (1) help the resident to
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(c)) cope with problenis. nccompanying,,.sepa-

ration from family and conununity; .

(B) learn the roles and Use the resources that

will enable him' or her tb maximize his or ii4). iy'

5 developments; .

6 (0) participate in programs, in. accordance"
with his or her'indiyidual treatment. play, tlfat will

S maximize his or her ability for .indep.eitd

9 in or out oUthe,residential facility;

10 (2) help the staff hi
.

*(A) individualue and ut6lerstand the needs
..

.

of the resident and-his or her familyin.reltion to

la each other;

14 (B) understand social factors in the resident's

15 day-to-day behavior, including staff-resident rela-

16 tionships;

17 (0) prepare the resident forchanges in his

18 or her living situations;

19 (3) help the family to -develop constructive ,and

20 personally meaningful' ways to support the resident's
. .

21 experience in the residential facility .through -

22 (A) cetinseling,concerned with ptoblenis as-

23 sociated with changes in family structure and func-
sf

24 dolling;

2-4 5
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(B) utilization of the family's and.the resident's

2 `own strengths and resources;
o ..

3 (0) referral to specific services, as\apprepri-

4 ate; and

5 (4) the family to participate in planning for the

6 resident's return to home or other community placement.

(i) After the resident leaves the residential facility,

social workers shall provide systematic followup,

9 including

10 (1) counseling with the resident;

11 (2) counseling with family, employers, and other

12 persons significant to the resident's adjustment in the

13 community; and

14 (3) refen al to appropriate community agencies.

15 (j) Social services shall help to integrate residential and

iq' other community services, through-

17 s (1) providing liaison betwedn the residential facility

'13 and the community;

20

'I 1

to facilitate the identification of needed resources for the

(2) providing consultation to community agencies
i

1

. 21. retarded and other individuals with developmental ilis-

I
. 22 abilities and his family; s

t
23 (3) interpreting the residential facility and its pro-/
24 grain to relevant sectors of the community;

25 (4) collaborating with other disciplines to help- the
. -

-....
26 community develop appropriate resources; and

, 124 6
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(5) involvement with social policy issues that let

the retarded and other, individuals with development

disabilities.

4 (k) Social services shall develop and ,maintain com

5 prehensive, current, records, useful for its own programs and

6 those of other services. There shall be availablb sufficient,,

7 appropriately qualified staff and necessary suppoiting per-
? \

8 sonnel to carry out the various social service activities:

9 (1) The residential lacility should have available

10 to it, a.social worker -whe

n (A) has a master's or doctoral degree from an

12 accredited school of social work;

13 (B) has had 3 years of post-master's experi-

14 -ence in the field of social welfare;

-15 (0) meets the educational and experiential

16 qualifications for certification by the appropriate

17 nationally recognized academy of certified social

18 workers; and

19 (D) is knowledgeable and experienced in

'20 mental retardation.

21 .(2) A social worker having the qualifications speci-

22, fied in subsection (k) (1) shall lie designated as being

23 responsible for maintaining standards of professional

24 \ practice in the rendering of social services to the

25 'residential facility, and for staff. development.

.247
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24
(3) Social workers providing service to the resi-

dential facility shall

(A) have a master's.. degree- from an accred-

4 ited school of social works; or

5
(B) meet the educational qualifications required

6
for full membership in the appropriate nationally

7
recognized professional association of social workers

and shall have had 3 years of experience in the field

of social welfare.

8

9

10

11

12

(4). Social work assistants or aides employed by

the xesidential facility shall work under the supervision

of a social worker having the qualifications specified in

13 subsection (k) (3)..

14 (5) Social servik personnel, at all levels of experi-

-1-- ence and competence, k5---- rall

16 . (A) assigned responsibilities-in accordance with

17 their qualifications;

18 (B) delegated authority commensurate with

19 their responsibilities; and

20 (C) provided appropriate professional social

21 work supervision.

22 (6) A full-time supervisor should be responsible for

23 the direct supervision of not more than six staff members,

24 plus related'activities.

I

1

, /2 4 8_
A
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(7) -All social service personnel shall be familiar

2 with, and adhere to, the code of ethics of appropriate

3 nationally recognized professional associations.

4 (1) Appropriate to the size of the residential facility's

5 social service /program, an ongoing program IA staff develop-

6 ment shall be tarovided to improve the skills of the social work

7 staff through such means as

8 (1) inservice training;

9 (2) affiliation with schools of social work;

10 (3) staff consultation with specialists, as needed, to

11 improve social services to residents;

12 (4) conference attendance, and other educational

13 opportimities and forms of professional exchange; and

14k (5) career ladders and other. incentives to staff re-

15 cruitment and development.

16 (m) Space, facilities, equipment, supplies, and resources

17 shall he adequate for providing effective social services, in-

cluding. (

19 (1) offices iar social service,. and clerical staff;

20 (2) private interviewing rooms;

21 (3) rooms suitable for conferences and group ac-

22 tivities;

23 (4) dictating and transcribing equipment;

24 (5) telephone service;

25 (6) travel provisions;

24 9
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(7) provision for recordkeeping and information

2 retrieval; and

3 (8) library'services.

4 Subchapter X1V Speech and Pathology and Audiology

5 Services

6 SEC. 269. (a) Speech pathology and audiology services

7 shall be available, in order to-

8 (1) maximize the Communication skills of all resi-

9 dents; and

10 (2) provide for the evaluation, counseling, treat-

11 ment, and rehabilitation of those residents with speech,

12 -hearing or language handicaps.

13 (b) The specific goals of speech pathology and audiol-

14, ogy services shall the-

15 (1) appropriate to the needs of the residents served;

16 (2) consistent with the philosophy and goals of the

17 residential facility;

18 (3) consistent with the services and resources of-

19 ferecl.by the residential facility; and

20 (4) known to, and coordinated with, other services

21 provided by the residential facility.

22 (c) Speech pathology and audiologY services shall be

23 rendered through-

24 (1) direct contact between speech pathologists and

25 audiologists and residents;

25 0
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)-
(2) participation with administrative personnel in

2 designing and maintaining social and physical environ-
,
3 ments that maximize the communication development of 0

4 the residents; and

5.
(3) working with other personnel,, such' as teach-

6 ers and direct-care staff, in implementing communication

7 improvement programs in environmental settings.

8 (d) Speech pathology and audiology services available

9 to the residential facility shall include, as appropriate-

10 (1) audiometric screening of-

11 (A) all new residents;

12 (B) children under the age of ten, at annual

intervals;

14 (0) other residents at regular intervals;

15 (D) any resident referred;

16 (2) speech and language screening of-

17 (A) all new residents;

18 (B) children under the age of ten at annual

19 intervals;

20 (0) all residents, as needed;

21 (3) comprehensive audiological assessment ,of resi-.
22 dents, as indicated by screening results, to include tests

23 of pure-tone air and bone conduction, speech audiometry,

24 and` other procedures, as necessary, and to include assess-

25 ment of the use of visual cues;

251
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1 (4) assessment of the use of amplification;

2 (5) provision of procurement, maintenance, and

3 replacement of hearing aids, as specified by a qualified

4 audiologist;

5 (6) comprehensive speech and language ovalua-

6. tion of residents, as indicated by screening results, in-
,

7 eluding, appraisal of articulation, 'voice, rhythm, and

8 language;

9 (7) participation in:the continuing interdisciplinary

10 evaluation of individual residents for purposes of initia-
,

11 tion, monitoring, and blowup of individualized habilita-

12 Lion proglams;

13 (8) treatment services, interpreted as an extension

14 of the evaluation process, that include-

15 , (A) direct counseling with residents;

16 (B) speech and language development rind

17 stimulation through daily living activities;

18 (C) consultation with classroom teachers for

19 speech improvement and speech education activi-

20 ties;

21 "(D) direct contact waif residents to carry on

22 programs designed to meet individUal needs in com-

23 -*prehension (for example, speech reading, auditory

24 training, and hearing aid' utilization) as well as ex-

2.5 2
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1 pression (for example, improvement in articulation,

2 voice, rhythm, and language) ;

3 (E) collaboration with appropriate educators

4 and librarians to develop specialized programs for

5 developing the communication skills of multiple

6 handicapped .residents, such as the deaf, retarded,

7 and the cerebral palsied;

8 (9) consultation with administrative...staff regard-

9 ing the planning of environments that facilitate com-

10 inunication development among residents in-

11 (A)' living areas;

12 -(B) dining areas;

13 (C) educational areas;
0 14-- (D) other areas, where relevant;

15 (10) participation in inservice training programs

16 for directore and other staff;

17 (11) training of speech pathology and audiology

18 staff;

19 (12) training of speech pathology and audiology

20 graduate or undergraduate students, interns, supportive

21 staff, and voltinteer Workers;

22 (13) consultation with, or relating to-

23 (A) residents (for example, self-referral) ;

(B) parents'of residents;

253.;
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1 (0) medical (obological, pediatric, and so

2 forth), dental, psychological, educational, and other

3 services;

4 (D) the administration and operation of the

5 residential facility;

6 (E) the community served by the residential

facility; and

8 (14) program evaluation and research.

9 (e) Comprehensive evaluations in speech pathology and

10 audiology shall consider the total person and his environment.

11 Such evaluations should-

12 (1) :present a complete appraisal of the resident's

'13 communication skills;

14 (2) evidence concern for, and evaluation of, condi-

15 tions extending beyond observed speech, language, and

16 hearing defects;

17 (3) consider factors in the history and environment

18 relevant to the origins and maintenance of the disability;

19 (4) consider the effect of the disability upon the

20 individual and the adjustments he makes to the problem

21 as he or she perceives it; and

22 (5) consider the reaction of Ihe resident's family,

23 associates, and peers to the speech or hearing problem.

24 (f) Evaluationland assessment results shall be reported
.

25 accurately and systematically, and in suuh manner as to

2 5 I
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1 (1) define the problem to provide a basis for for-

2 mulating treatment objectives and procedures;

(2) render the report meaningful and useful to its

4 'intended recipient and user;

5 (3) whore appropriate, provide information useful

6, to other staff working directly with the resident;

7 (4) leonfOrm to acceptable professional standards,

8 provide for intraindividual, and, interindividual compan-

9 sons, and 'facilitate the use of data for research and

10 professional education; and

11 (5) provide evaluative "Anil summary% reports for

12 inclusion in the resident's unit record.`1

13 (g) Treatment objectives, plans, and p, opeslu7s shall

14

15 ment;

16 (2) be based upon a clear rationale;

17 (3) reflect consideration of the objectives the

18 resident's total habilitation program;

19 (4) be stated in terms that permit the progress

(1) be based upon adequate evaluation ailed assess-

20 of the individual to be assessed;

21 (5) provide for periodic evaluation of the resident's

response to treatment and of treatment effectiveness;

23 (6) provide for revision of objectives and procedures

24 as indicated; 80

2.51i
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1 (7) provide for assistance or consultation when

2 necessary:

3 (h) Continuing observations of treatment progress, shall

4 be-

5 -(1) recorded accurately, summarized meaningfully,

6 and communicated effectively; and

7 (2) effectively utilized in evaluating progress.

8 (i), There shall be established procedures for evalu-

9 Ming and researching the effectiveness of speech pathology

10 ,and audiology service, including but pot limited to:

11 (1) utilization of adequate records concerning resit

12 dents' response and progress;

,13r (2) time schedules for evaluation that are appro-

14 priato to the service being evaluated;

15 (3) provision for using evaluation results in pro-

16 grain planning and development;

17 (4) encouragement of speech pathology and au-

18 diology staff to participate in research activities; and

19 (5) provision for dissemination of research results

20' in professional journals.

21 (j) There shall be available sufficient, appropriately

22 qualified staff, and necessary supporting personnel, to carry

23 out the various speech pathology and audiology services, in

24 accordance with stated goals and.objectives-

2 6
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(1) A speech pathologist or audiologist; who is

2 . qualified as specified in paragraph (.2) of this subsection,

3 and who, in addition, has had at least 3 years of pro-

4 fessional experience, shall be designated as being respon-
s.

5 sible for maintaining standards of professiohl and

6 ethical practice in the rendering of speech pathology and

audiology services in the facility.

8 (2) Staff who assume independent responsibilities

9 for clinical services shall possess the educational and

10 experiential qualifications required for the appropriate

11 certificate of clinical competence issued by the appro-

12 priate nationally recognized professional speech and

13 hearing association in the area (speech pathology or au-

14 diology) in which they provide services.

15 (3) Staff not qualified for such association certifica-

16 tion shall be provided adequate, direct, active, and con-.

17 tinning supervision by staff qualified for certification in

18 the area in which supervision is rendered.

19 (A) Supervising staff shall be responsible for

20 the services rendered by uncertified staff under their

21 supervision.

22 ,(B) Adequate, direct, and continuing super-

23 vision shall be provided nonprofessionals, volunteers,

24 or other supportive personnel utilized in providing

25 clinical services.
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1 (4) Students in training 'and staff. Mfilling expeti-

2 enee requirements for such appropriate nationally reeog-

3 nized professional speech and hearing association certifi-_,
4 cation shall receive direct supervision, in accordance with

5 the requirements of the appropriate nationally recogniied

,6 professional boards of examiners in speech pathology

and audiology.

(5) All speech pathology and audiology staff shall

9 be familiar with, and adhere to, the code of ethics pub-
,

10 . lished by the appropriate nationally .recognized profes-

11 sional speech and hearing association.

12 (k) Appropriate to the nature and size of the 'resi-

n dential facility and to the speech pathology and audiology

14 service, thexe shall, be a staff development program that is

,15 desigeed to Maintain and improve the skills of speech

16 pathology and audiology staff, through methods, including

17 but not limited to-

18 (1) regular staff meetings;

19 (2) an organized inservico training' program in

20 speech' pathology and audiology;

21 (3) visits to and from the staff of other residential

22 'facilities and programs;

23 (4) participation in interdisciplinary melings;.

24 (5) provision fOTELIrial assistance and 'trine for

25 attendance at professional conferences; 0

51-713 0- 75 - 17 253
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1" (6) provisions for encouraging continuing educa-

2 lion, including educational leave, financial assistance;

. 3 and accommodation of Work schedules;

4 (7) workshops and seminars;

5 (8) 'consultations with specialists; and

6 (9) access to adequatoJibrary resources, which in-

7 elude current and, relevant books and journals in speech

8 pathology and audiology, mental retardation, and related

9 professsions and fields.

10 (1) Space, facilities, equipment, and supplies stall be

11 adequate for providing efficient and effective speech pathol.-

12 and audiology services, inaccordance with stated objet-

13 tives, including

14 (1) adequate and convenient evaluation, treat-

15 ment, counseling, and -waiting rooms;

16 (2). specially constructed and sound-treated suites'

11 for audiological services, meeting appropriate standards;

18 (3) design and lobatign such as to be easily ac-

19 eessible to, all residbnts, regardless of disability;

(4) specialized. equipment ticeded by the spec%

21 pathologist;

22 (5) specialized equipment: needed by the audi-

23 ologist, including an audiometer, with provisions for

24 sound field audiometry, and equipment capable of per-

25 forming at least the following procedures: hearing
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.
'1 screening, pure-ton sir and bone condaAtion with con-

2 tralateral masking, speech audiometry, site-of-lesion

3 battery, nonorganic hearing loss battery, and hearing

4 hid evaluation;

5 (6) 'provisions ,for 'adequate maintenance of all
k

i.s

6 areas, fae;licies, and equipment, Including
/

7 ,(A) electroacoustic calibration of audiometers

8 at regular, at least quarterly, intervals;

9 .(B) calibration logs on all audiometers; and

10 (7) appropriate sPeeeh pathology and audiology

11 consultation shall he employed 'in the 'design, modifies-
,

12 tion, and equipage of all speech pathology and audiology

13 areas and facilities.

14 Subchapter :Zr.VVocational \Reha4ilitation Services.

15 SE0.1 270. (a). The residential facility shall' provide

16 all its residents with habilitation or rehabilitation services,

17 which includes the establishment, maintenance, and

18 mentation of those programs that will insure the opt a1

19 development or restoration of each resident, physically, psy-

20 chologiehlly, socially, and vocationally.
21 - (1) The residential facility ,shall_have a written,

22 public statement of its rehabilitation objectives for its

23 residents, consistent with

24 (A) the needs of its residents.;

(B)" currently accepted rehabilitation princi-

26 pies and goals;
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1 (0) the residential facility's philosophy and

2, goals; and

3 (D) the services and resources the residential

4 facility offers.

5 (2) While the habilitation and rehabilitation concept

6 and process embrace all efforts to achieve the optimal

7 development of each resident, specific habilitation and

8 rehabilitation services shall focus on the maximum

9 achievement of-

10 (A) self -help skills;

11 ,(B) social competence, including communica-

12 tion skills;

13 (0) vocational competence ;'and

14 (D) independent living.

15 (b) The ultimate objective of vocational rehabilitation

16 services shall be to assist every resident to move as far as

17 he or she can along the continuum from vocational'afunction

18 to remunerative employment and entry into the .mainstream

19 of society as an independent citizen and worker. Vocational.

20 rehabilitationservrces shall be rendered-

21 (1) directly, through personnel contact between

22 vocational rehabilitation personnel and residents; and

23 (2) indirectly, through,contact between vocational

24 rehabilitation personnel,an,d other persons working with

25 residents, designed to enhance and facilitate the develop-
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1 ment and maintenanee of a rehabilitative environment.

2 (c) -Vocational rehabilitation services available to the
,

3 residents, accordance with their needs, shall include-

4 (1) vocational evaluation;

5 (2) the formulation ot written vocational objectives

6 for each resident;
1

1.7
(3) the* formtilation of a written plan to achieve

i

"8 the statediobjectives;

9 (4), implementation of the vocational plan through-

10 A) individual counseling;

11 CB) prevocational programs;

12 (0) vocational training; ,

1

13 (D) Vocational placement;
1

1

14 (E) referral to appropriate sources for other

15 , Services; and

16 .,i(F) followup.

17 (d) Vocational evaluation of each resident shall-

18. (1.)- e initiated within one in nth-if-ter admission to

19 the residntitil facility;
I

20 (2) arise out of a -written cokprehensive interdisci7

21 plinary evaluation (medical, psrhological, social, and

22 education
Ial) that generates data relevant to vocational

23 objective
1

and goals, such as information concerning.

24 (A) aptitudes and abilities;

25 (03) self-help and independen living skills;

2'G2
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(0) interests;

2 (D) self and vocational perception;

3 (E) sensorimotor coordination:,

4 (F) communication skills;

5 ((I) current social adjustment; ,

6 (H) educational history; and

7 (I) vocational and avocational history;

8 (3) be adequate for the formulations of vocational

g goals and of a detailed plan, for the achievement of such

10 goals;

11 (4) be adequate ,for the assessment of current vocat.

12 tional status and for the prediction of possible future

13 status; and

14 : (5) provide for periodic, but at least semiannual re-

15 evaluation, consistent with the ,,progresS of the resident

18 toward, the stated goals. ,

17 (c) The written vocational plan for each resident shall-

18 (1) be consistent with the vocational evaluation;

19 (2) specify the program to be undertaken to achieve

20 his at her 'vocational objectives;

21 .($), indicate the order in which the program is to

22_ be_undertaken;

23 (4) provide for the implementation, of the evalua-

24 lion team's recommendations; aad.,

26 :3
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1 (5) assign the responsibility to carry out the plan.

2 (f) The resident shall be fully involved in his or her

3 vocational evaluation, and in the formulation of his or her

4 program plan. Pre Vocational services shall contribute to the

5 development of work readiness in the resident, and shall

6 provide
(1) vocationally relevant academic instruction;

8 (2) instruction in the self-help and social skills

9 necessary for vocational success;

10 (3) instruction and practice in the social skilLs

11 necessary for maximally independebut functioning in the

12 community,. such as travel, handling of money, and use

13 of community resources;

(4) an orientation to the world of work;

(5) development of 'work attitudes needed for voca:

16 tional success;

17 (6) rotated exploration and try-out of job tasks;

18 (7) continuous evaluation of vocational potential;

19 and

20 (8) any necessary supportive, services, including

21 physical and mental restoration.

22 (g) Vocational training programs shall meet all ap-

23 plicable legal requirements, and shall be provided through

24 means such as:

(1) work training stations;

C
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(2) work activity confers;

2 (3) transitional sheltered workshops;

3 (4) work-study programs;

4 (5) on-the-job training;

5 (6) trade training, in the classroom or on the job;

6 (7) vocational training programs shall-

7 (A) provide for au evaluation. of training

8 progress at least every 3 months;

9 (B) make maximum use of job training

10 resources

.11 (i) within the residential facility;

12 (ii) within the community;

13 (8) residential facilities conducting vocational

14 training programs shall have vocational training per-

15 sonnel assigned, in such numbers and for such times

16 as are necessary and appropriate to the situation, to

-17 supervise the training in each training area; and

18 (9) written, detailed training guides and curricula

19 shall be available for all vocational training areas.

20 (li) Job placement services shall assist the individual

21 to enter into appropriate kinds of employment, such as:

22 (t) competitive, remunerative employment;

23 (2) trade training programs;

24 (3) transitional or extended sheltered workshops;

25 (4) sheltered employment; .

26
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(5) homebound employment;

(6) homemaker; and

(7) in conjunction with job placement services, the

4 individual shall be provided assistance related to off-the-

5 job needs, activities, and resources, such as-

6 (A) living arrangements;

7 (B) social and recreation activities;

8 (0) medical services;

9 (D) educational resources;

10 (E) religious activities;

11 (F) transportation;

12 (G) legal affairs;

13 (II) financial affairs; and

14 (I) counseling.

15 (i) Systematic follow-up services shall be provided

16 that- -

17 (1) continue to be available to the individual for

18 at least 1 year following, placement;

39 (2) involve contact with-

20 (A) the individual;

21 (B) the individual's family or family-substi-

22 tote; and

23 (0) the individual's employer, if appropriate;

24 ( 3 ) generate data concerning vocational outcomes

25 to evaluate and improve the effectiveness of vocational

26 rehabilitation programs.

26.6.
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1 (j) There shall be a clearly designated person or team

2 responsible for the implementation, evaluation, and revision

3 of the residential facility's vocational rehabilitation program.

4 (1) There shall be available to each resident in a

5 vocational rehabilitation program a counselor who is re-

6 sponsible for seeing that the residents vocational reha-

7 bilitation program. is effectively carried out.

8 (2) A vocational rehabilitation counselor shall-

9 (A) have a master's degree in rehabilitation

10 counseling, or a master's degree in a related area

11 plus training and skill in the vocational rehabilitation

12 process; or

13 (B) have a bachelor's degree and work under

14 the direct supervision of a person described in (A) .

15 (3) Vocational rehabilitation personnel providing

16. training to residents in vocational areas shall be-

17 (A) vocational instructors certified by the ap-

18 propriate State agency; or

19 (B) tradesmen who have attained at least jour-

20 neyman status.

21 (k) Appropriate to the nature and size of the residential

22 facility, provisions shall be made fur vocational rehabilitation

23 staff developments, through such means as-

24 (1) inservice training;

25 (2) short-term workshops;

267
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1 (3) seminars;

2 (4) attendance at conferences; and

3 (5) visits to other residential facilities.

4 (1) Every residential facility that has a vocational- re-

5 habilitation program shall seek to establish working relation-

6 ships with public and private rehabilitation agencies in the

7 community. Each residential facility should have working

8 relationships with university training programs in rehabilita-

9 tion, including provision for
.

10 (1) research opportunities;

11 (2) practical experiences;

12 (3) internship; and

13 (4) consultation.

Subchapter XVIVolunteer Services

15 SEC. 271. (a). Voltinteer services shall be provided in

16 order to enhance opportunities for the fullest realization of

17 the potential of each resident by-

18 (1) increasing the amount, and improving the

19 quality, of services and programs; and

20 (2) facilitatini' positive relationships between the

21, residential facility and the community which it serves.

22 (b) The residential facility shall have a written state-
,

23 meat of the goals and objectives of its volunteer services

24 program that are

. 25
(1) appropriate to the needs of the residents;

268
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1
(2) consistent with the philosophy and goals of

2, the residential facility;

3 (.3) developed in collaboration with the facility's

4 staff;

5
(4) specific and measurable; and

6
(5) continuously assessed and periodically revised.

7 (c) Volunteers shall provide services, which may be

8 direct of indirect, that are based on resident needs, staff

9 requests, and volunteer skills, and that enhance programs,

10 develop Social competence, and build self-esteem-

11 (1) volunteer services shall supplement, but shall

12
not be used in lieu of, the services of paid employees;

o

13
(2) volunteer participation shall comply with State

14
laws, such as those relating to labor and insurance;

(3) volunteer participation shall be open to per-
15

16.
sons of both sexes, and of all ages, races, creeds, and

17
national origins; -and

18
(4) volunteer services shall be available to all resi-

19
dents, regardless of age, ability, or handicaps.

90
(d) Direct services provided to residents by volun-

21
teers, as appropriate to the residential facility's program and

22
in cooperation with its staff, may include, but are not limited

b
23

24
(1) physical, occupational, and music therapy

assistance;
25

269
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(2) psychological testing assistance/

2 (3) behavior modificai.co and programed instruc-

tion assistance;

4 (4) teacher or classroom assistance;

5 (5) religious instruction;

6 (6) recreation and leisure time,activities;

7 (7) social skills development;

8 (8) library services;

9 (9) nursing services;

10 (10) transportation and escort assistance;

(11) visits, vacations, and trips;

i2 (12) job and home findings; and

13 (13) citizen advocacy.

14 (e) Indirect services provided by volunteers, as appro-

priate to the residential facility's program and in cooperation

16 with its staff, may include, but are not limited to-

17 (1) conducting tours;

18 (2) clerical and laboratory assistance;

19 (3) gift shop and canteen operation;

20 (4) public relations and community education; andd

21 (5) contributions.

22 (1) Volunteer services staff should provide the following

23 services-

24 (1) to the residential facility's staff-

25 (at) orientation in the need for, and philosophy

26 of volunteer services;

2 7:0
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1 r (B) identification of how and where volunteers

2

3

4 teers;

5 . (2) to the volunteers.

6 (A) orientation, training, and placement;

7 (B) opportunities to pitrtieipate inrplanning and

8 evaluating their experiences!; and

9 (C) appropriate recognition of their services

can be utilized; and

(C) assistance in developing training for volun-

10 and contributions.

11 (g) Volunteer services staff functions shall include-

12 (1) development and implementation of a plan for

13 recruitment, selection, deployment,' orientation, training,

14 ' supervision, evaluation, recognition, advancement, and

15_ separation of volunteers;

16 (2) development in collaboration with appropriate

17 staff, of job descriptions for volunteers;

18 (3) maintenance of complete and accurate records,

19 including, but not necessarily limited to-

20 (A) hours of volunteer service rendered;

21 (B) individuals and organizations providing

22 services;

23 (C) materials and moneys received; and

24 (D) operational budget.

25 (h) The staff mcmhe,rs responsible for residential facil-

26 ity programs utilizing volunteers shall, be responsible for

2 1
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1 providing such volunteers with on-the-job training, super-

2 vision, and consultation.

3 (i) Tlic cooperation and involvement of staff and coin,.

\,4 munity, which is essential to a successful volunteeir services

program, should be achieved by means such as\

(1) a standing stair committee -on volunteer serv-

7

8 \

ices, to foster communications and cooperation, to

evaluate and_;coordinate existing programs, and to

9 stimulate new programs;

10
1 (2) a volunteer services advisory committee, com-

osed of representatives of appropriate community orga-

12 2n zations;

13 (3) encouragement of, and involvement with par-

14 cut groups;

15 \ (4) collaboration with appropriate agencies' and

comihunity groups; and
1.

17 (5) recruiting volunteers representative of the

18 community served by the residential facility, in respect

19 of age, ;ex, socioeconomic, religions, racial, and ethnic

groups.

21 (j) There shall be available snflicient, appropriately

22 qualified staff, and necessary supporting personnel, to carry,

23 out the volunteer services program, in accordance with stated

24 goals and objeet\ves.

272
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1 ( t ) A residential facility staff member shall be

2 designated to be responsible mid accountable for vol-

3 unteer services

4

5

6

S

9

10

11

(A) where the size, of the residential facility

and scope of thepeograni warrant, the person re-
,

sponsible for volunteer'services shall devote full time

to this area;

(B) volunteer services shall be otganized

within the administratjve structure of the residential

facility in such a way as :to be available to, and

maximally utilized by, all relevant services and pro-

12 grams; therefore, the stalLmember responsible for,

13 volunteer services should' report to an individual

14

16

17

18

19

20

21

22

23 . leadership, and organiv tional and administrative

with residential facility-wide administrative respon-

sibility; and

(0)
V

the stall' member responsible for volun-

teer services should have the same relationship to

volunteers as a personnel dicer has to paid

employees.

k--4-1-2) The staff member responsible for volunteer

services shall have-

(A) the necessary interpersonal, consultative,

94 skills and abilities;

273
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(B) demonstrated ability to identify, mobilize,

and deploy volunteer resources to meet the needs

3 of residents;

4 (C) knowledg& of community organization;

- (D) knowledge of current practices and con-
/

6 cepts in mental, retardation and other development91

7

8

9

10

12

14

15

disabilities; and

(11) training or experience in organizing .and

administering volunteer services, as appropriate to

.the nature and size of the residential facility, and,

preferably

(i) a baccalaureate degree in-a behavioral

science; and

(ii) 3 years of exerience in volunteer

services or related area.

16 (k) Appropriate to the size of the residential facility,

11 there should be a sta.; development program designed to

18 maintain and improve the skills of volunteer enlees

19 through means such as

20 (1) seninars, workshops, and conferences;

21 (2) college and university courses;

22 (3) participation ill professional organizations;

23 (4) participation in interdisciplinary groups;

24 (5) visits to other residential facilities; and'

25 (6), access td. relevant professional literature.

27:1
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1 (1) There shall be adequate and accessible space, fa-

2 cilities, equipment, and supplies for providing efficient and

3 effective volunteer services. If a canteen is operated by the

4 residential facility, it shall

ti be operated for the benefit If the residents;

6 (2) be open to residents, staff, fqatilies, and visitors,

7 without segregation 4 space or hours of use, so as to

8 facilitate interaction;

9 (3) provide opportunities for residents to purchase

10- items -for their personal needs;

11 (4) provide opportunities for the training of resi-

n .dents; and

13 (5) be operated so that any profits derived are

14 utilized for the benefit of residents.

15 Chapter 4.RECORDS

16 SOr,hapter IMaintenance of Residents' Records

17 Sm. 272. (a) A record shall be maintained for each

18 resident that is adequate for-

19 (1) planning and continuous evaluating of the res-

20 ident's habilitation program;

21 (2) providing a means of communication among

22 all persons contributing to the resident's habilitation

23v program;

24 (3) furnishing documentary evidence of the resi-

25 dent's progress and of his response to his habilitation

26 program ;

27t:
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1 .(4) serving as a basis for review, study, and evalua-

2 tion of the overall programs provided by the residential

3 ' facility for its residents;

(5) proceting the legal rights of the residents, res-
t.

idential facility, and staff; and

6 (6) providing' data for use in research and edit!.

7. cation.

1 8 (b) All information, pertinent to the abovo-stated
\ ;

9 prirposes shall be incorporated in, the resident's record, in

10 4ifficient detail to enable 'those persons involved-in the resi-

t
/ dent's program to provide effective, continuing services. 4.11

12 entries_in the resident's record shall be

13 (1) legible;

14 (2) dated; and

(3) authenticated by..the signature and identifica--

16 tion onhe ffidividual making the entry.

17 (e) Symbols and al»reviations may be used in the record

18 entries only if they are a list approved by the residential

19 facility's chief executive officer and a legend is provided to

20 explain them. Diagnoses should be recorded in full and with-

21 -out the use of symbols or abbreviations.

22 Subchapter 1IContent of Records

23 SEC. 273. (a) The following information should be

.24 obtain91 and entered in the resident's record at the time of

25 admission to the residential
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1 (1) name, date of admission, date of birth, place

2 of birth, citizenship status, marital status, and social

3 security number;

4 (2) father's name and birthplace, mother's maiden

5 name and birthplace, and parents' marital status;

6 (3) mime and address of parents, legal guardian,

7 or next of kin;

8 (4) sex, rate, height, weight, color of hair, color of

9 eyes, identifying marks, and recent photograph;

10 (5) reason for admission or referral problem;

11 (6) type and legal status of admission;

12 (7), legal competency status;

13 (8) language spoken or understood;

14 (9) sources of support, including social security,

15 veterans' benefits, and insurance;

16 (10) provisions for clothing and other personal

17 , needs;

18 (11) information relevant to religious affiliation;

19 (12) reports of the preadmission evaluations; and

20 (13) reports of previous histories and evaluations.

21 (b) Within the period of one month after admission

22 there sh411 be entered in the resident's record

° 23 (1) a report of the review and updating of the pre-

24 admission evaluation;

277
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1 (2) a statement of prognosis 'that can be used for

2 programing and placement;

3 (3) a comprehensive evaluation and individual pro-

4 gram plan, designed by an interdisciplinary team; and

5 (4) a, diagnosis based on the appropriate nationally

6 recognized professional association's mannal on termi-

7 nology and classification in mental retardation and other

8 developmental disabilities and, where necessary, the ding-

nostie and statistical manual of mental disorders, most

10 recent edition, published by the appropriate nationally

11 recognized professional psychiatric association.

12 (c) Records during residence should include-

13 (1) reports of accidents, seizures, illnesses, and

14 treatments thereof, and hnmunizatiods;

15 (2) record of all .periods of restraint, with justifica-

16 tion and authorization for ma;

17 (3) report of regular, at least annual, review and

18 evaluation of the program, developmental progress, and

19 status of each resident;

20 (4) observations of the resident's response to his

21 program, recorded' with sufficient frequency to

22 evaluation of its efficacy;

23 (5) record of, significant behavior incidents;

24 (6) record of family visits andcontacts;

, 25 (7) record of attendance and leaves;

278
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1 (8) correspondence;
O

2 (9) periodic updating of the information recorded

3 at the time of Admission ; and

4 (10) appropriate authorizations and consents.

5 (d) At the time of discharge from the residential facility,'

6 a discharge summary shall be prepared that should:

4'!
(1) include a brief recapitulation of findings, events;

8 , and progress during residence, diagncisis, prognosis, and

9 , recommendations and arrangements for future program-

10 ing ;

(2) be completed and entered in the resident's rec-

12 ord within 7 days following discharge; and

13 (3) with the written consent of the resident or his

14. guardian, be copied and sent to the individual or agency

15 who will be responsible for future programing of the

16 resident.

17 (e) In the event of death -

18 (1) a copy of the death certificate should be placed

19 in the resident's record; and

20 (2) when a necropsy is performed, provision..`!

21 anatomic 'diagnoses should be recorded within 72 hours,

22 where feasible, and the complete protocol should be made

23 part of the record within 3 months.

24 Subchapter IIIConfidentiality of Records
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6
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8

9

10

11

12

13

14

15

16

17

18

19

20 semination of information regarding residents. A centralized

21

22

23

24

'25
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SEC. 274. (a) All information contained in a resident's

records, including information contained in an automat,1

data bank, shall be considered privileged and confulentialL

(1) the record is the property of the residential

facility whose responsibility it is to secure the informa-

tion against loss, defacement, tampering, or use by

unauthorized persons;

(2) the record may be removed from the residen-

tial facility's jurisdiction and safekeeping only in accord-

anee with a court order, subpena, or statute;

(3) there shall be written policies governing ac-
.

cess to, duplication of, and dissemination of information

from the record; and
e;

(4) written consent of the resident or his guardian

shall be required for the release of information to per-

sons not otherwise authorized to receive it.

Subchapter IVCentral Record Service

SEC. 275. (a) The residential facility shall maintain an

organized central record service for the collection and dis-

or decentralized system of recordkeeping may be'used in ac-

cordance with the needs of the residential facility

(1) there shall be a unit record that contains all

information pertaining to an individual resident' for all

admissions to the residential facility;

2 ,5 0
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(2) where particular professional services require

2 the maintenance of separate records, a summary of the

3 information contained.therein shall be entered in the unit

4 record at stated intervals;

5 (3) records shall be readily, acceSsible to author-

ized personnel;

7 (4) where a centralized system is used, appropri-

ate records shall also be available in the resident-living

9 units; and

10 (5) thteriodic review of the content of the'records

11 should be made by-

12 (A) record personnel, to assure that they are

13 current and complete; and

14 (R) a committee of appropriate staff, including

15 the record librarian, to assure that they meet the

16 standards set forth in section 278;

17 (6) there shall be a master alphabetical index of

18 all residents admitted to the residential facility; gild

19 (7) records shall be retained for the period of time

20 specitieeby the residential facility, but at least for the

21 period (3f time consistent with the statute of limitations

22 of the State in which the residential facility is located.

23 Subchapter VStatistical Records

24 SEC'. 276. (a) While the type and amount of statistical

25 information will depend upon the residential facility's par-

2 81'
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1 ticular needs, such information should include at least the

2 following:

3 (1) number of residents by age groups, sex, race,

4 and place of residence;

5 (2) number of residents by level of retardation,

6 according to the appropriate nationally recognized pro-

7 fessional association on mental deficiency classification;

8 (3) number of residents by level of adaptive be-
.

9 havior, according to the appropriate nationally recog-

nized professional association of mental deficiency

11 classification;

12 (4) number of residents with physical disabilities;

13 (5) number of residents who are ambulatory and

14 nonambulatory (mobile and nomnobile);

15 (6) number of residents with sensory defects;

16, (7) number of residents with convulsive disorders,'

17 grouped by level.of seizure control;

18 (8) number of residents by etiological diagnoses,

19 according to the appropriate nationally recognized pro -

20 fessional association and, where necessary, the DS11--II

21 classifications;

22 (9) movement of residents into, out of, and with -

23 in the residential facility; and

24 (10) length of stay.

2 8 2
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(b) Data shall be reported to appropriate Federal. aid'

Wier agencies as requested,
.7

3 Subchapter VIReCords Personnel

4 Sc.E 277. (a) There shall be available suflicie4--appro-

5 priately qualified staff, and necessary supporting personnel,

6 to facilitate the accurate processing, checking, indexing,

7 filing, and prompt retrieval, of recoids and record data.

8 (b) The record system shouhlle supervised bn a full-

or part-time basis, according to the needs of the residential

10 facility, by an individual who--

11 (1) is a registered record librarian; or

12 (2) is an accredited record technician; or

13 ) (3) has demonstrated competence and experience

14- in administering and superyising. the maintenance and .
15 use of records and reports.' tic

16 (p) Record personnel shotldt,

17 (1) be involved fn. educatiogiryrogramsrelative tq

18

19

their activities, including orientation, on-the-joh,training,,,:"

and regular inservice education programs; and

20 (2) participale In workshops, institutes, or cone-
.

21 spondence education gourses available outside the resi-

22' dential

23 (d) There shall be adequate space, facilities, equipment,

24 and supplies for prodding efficient and effe.ctive record

25 services.

2 8 :3
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Chapter 5.RESEARCH

2 Subchapter IEncouragement of Research

3 SEC. 278. (a) Recognizing that the understanding, pre-

4 vention, and amelioration of mental retardation and other

5 developmental disabilities ultimately depends upon knowledge

6 gained through researc1i, the adTinistration and staff of the

7 residential facility (and, in the case of public facilities, the

8 appropriate governmental agency) shall encourage research

9 q)liYitY

10 (1) opportunities :and resources should be made

11 available to members of the staff who are equipped by

12 interest and training to conduct applied or basic research.

13 Research resources or necessary research assistance

14 should be made available to all staff members who have

15 identified researchable problems related to the programs

16

17

18

19

20

21

22

23'

24

for which they are responsible;

(2) research by qualified investigators who are not

staff members of the residential facility shall be encour-

aged. There shall be a written policy concerning the con-

duct of research in the residential lability by investigators

who are not staff members. Outside researchers shall ful-

fill the same obligations 'dative to staff information and

feedback as do residential facility staff members. Consid-

eration should be given to the assignment of a residential

28:1.
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facility staff member to each research project conducted

by outside investigators; and

(3) where feasible, there shall be ongoing, coop-

erative programs of research and research training with

colleges, universities, and research agencies.

(b) The administration of the residential facility shall

7 make provision for the design and conduct, or the supervision,

8 of research that ill objectively evaluate the effectiveness of

9 program components and contribute to informed decision -

`10 making in the residential facility.

Subchapter IIReview of Research Proposals

12 SEc. 279. (a) An interdisciplinary research committee,

13 shall review all proposed studies to. insure-

14 ( 1 ) adequacy o`f research design; and

15 (2) implementation of ethical standards in the

36 design.

17 (b) Residential facility stall members shall be con-,

18 suited regarding the planning of research and the utilization

19 of research findings in their areas of competence and interest.

20 Subchapter HIConduct of Research

21 SEc. 280. (a) The residential facility shall follow,

22 and comply with the statement of assurance on research

93 ins oh big human subjects required by the United States

'1.4 Department of Health, Pducation, and Welfare for projects

28
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1 supported by that agene3 or any appropriate more stringent

2 such datedicnt, as Appropriate.

3 (b) Investigators and others directly, involved in the

4, 'research shall/
(1) adhere to the ethical standards of their pro-

fessions concerning the conduct of research; and

(2) have access to the record of informed consent.

Subchapter IVReporting Research Results
1

SEC. 281. (a) The principal inVestigator of each

research project shall be responsible .for ,:ommunicating to the

5

6

7

3

9

to

11

12

13

14

15

16

17

18

19

20

21

02

23

staff of the reside 'al facility the purpose, nature, outcome,

and possible practical or t tcoretieal implication4' of the re-

search. Copies of the report resulting from research projects

shall be maintained in the residential. facility.

(b) Where research findings are made public, care

shall be taken to assure the anonymity of individual residents

and parents.

(c) Clearly defined mechanisms shall exist for inform-

ing staff members of new research findings that have

applicability to the programs and administration of the res-

idential facility. There shall be evidence that currently ap-

plicable research results are bcing imPlymented in the res-

idential facility's programs.
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Chapter 6.-- SAFETY AND SANITATION

2
Subchapter ISafety

3 SEC. 282. (a) The require,tnents of the Secretary shall

4 be met, with specific reference to the following-

5

I

(1) proviision of adequate and alternate exits and

6 exit doors; --

7 (2,) provision of exit ramps, with nonskid surface

8 and slope not-exceeding one foot in twelve; and

(3) provision of handrails on stairways.

3.0 (b). There shall. be records that document strict com-

11 pliance with the regulation of the State or local fire safety

12 authority ..that has primary jtjrisdiction over the residential

13 facilit-

(1), aisles.and exits shall be free from all encum-
----1

15 braves, and floors shall: be uncluttered;

16 (2) flammable .materials shall be properly stored

17 and safeguarded;

18 (3) &Weil:and basements shall be kept orderly and

19 free of rubbish; and

20 (4) there shall bg records of periodic fire safety

21 inspections and reports:

22 (c) There shall be a w itten staff organization plan and

23 detailed, written procedures, which are clearly communicateil,

24 to, and periodically revieTed .with staff, for meeting all

287
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potential emergencies itnd disasters pertinent to the area, such

2.las lire, severe weather, and missing persons.

(1). The plans and procedures shOuld include

(A) plans for the assignment of personnel to

specific tasks and responsibilities;

6 (B) instructions relating to_the use of alarm

7 systems and signals;

(C) information concerning) methods of Are cqn-

9 taimnent;

10 (D) systems for notification of appropru e per-

11 SOW ;

12 (E) nformation concerning the location of
"

13 fire-fighting: quipment; and

14 (11) spitritication of evacuation routes :ind

15 eedures.

(2) The plans and procedures shall be posted at

suitable locations through the 'residential facility.-

(d) Evacuatron drills shall be held at least quarterly,

19 for each shift of residential facility personnel and under

20 varied conditions, in order to-

21 (L) insure that all personnel on all shifts are

22 trained to perform assigned' tasks;

23 (2)' :insure that all personnel on aA shifts are famil-

24i iar with the use of the lire'fighting equipment in the

-fo- residential facility;

3
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wa

a

1 (g) evaluate the effectiveness of disaster plans and

2 procedures; '

3 (4) evacuation drills shall include actual evacua-

4 tion of residents to safe areas during nt least one drill

5 each year, on each shift. There shall\e special provisions

6 for the evacuation of the physically handicapped, such as

7 lire chutes and mattress loops with poles; and

8' (5) there shall be a written; filed report and evalua-

9 tion of each evacuation drill.

10 (c) An active safety program shall be maintained by

11 a multidisciplinary safety committee that investigates all

12 accidents and makes recommendations for prevention. Ree-

13 (2rds of the activities of the safety committee shall be kept.

14 There shall be adequate safety shields on the moving parts
r

15 of all dumbwaiters, elevators, and.pther'machinery, as pro-

1(1 vided for in applicable standards and codes.

17 (1) All buildings and outdoor recreation facilities con -

18 structed after 1971 shall be accessible to, and usable by, the

19 nonambulatory and shall meet standards of the Secretary

20 for making building accessible to, and usable, by the physi-e

21 enlly handicapped-

22 (1) all existing buildings and outdoor recreation

23 facilities shall be modified so as to conform to the above

21 standards by December 31, 1976; and

23 (2) existing residential facilities shall provide

280
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1 (A ) entrance ramps wide enough for wheel-

2 chairs, not exceeding,a rise of one foot in twelve,

3 o with nonslip surfaces, and with_rails oh both sides;,

4

5

"(B) doorways and corridors wide enough for

wheelchairs; and

6 (G) grab bars in toilet and bathing facilities.

7 (g) Paint used ill the residential facility shall be lead

8 free. Old paint or pluster containing lead shall have been

9 removed, or covered in such manner that it is not accessible

10 to residents.

(h) Appropriate provisions shall be made for emergency

auxiliary heat by means of alternate sources of electric power,

alternate fuels, or standby equipment.

Subchapter IT Sanitation

SEC. 283. (a) There shall be records that document strict

compliance with the sanitation, health, and environmental

11

12

33

1t

15

. 16

17 safety codes of the State or local authorities having primary

18 jurisdiction over the residential facility. Written reports of

19 inspections by State ur local health authorities,mnd records of

action taken on their recommenclations3'hall be kept on file

21 at the residential facility.

22 (b) The holding, transferring, and disposal of waste and

23 garbage shall be done in a manner that- will not create a

24 nuisance, nor permit the trum,miNsion of dkcasc, nor create a

25 breeding place for insects or rodents-

51.713 0 76 19
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(1-) srtfste that is not disposed of by mechanical

2 means shall be-

3 (A) kept in leakproof, nonabsorbent eon-

4 tainers with close-fitting covers; and

5 (B) disposed of daily;

6 (2) containers shall be thoroughly cleaned inside

7 and out, each time they arc emptied; and

8 (3) impervious plastic liners should be used.

9 (e) 1[andwashing facilities shall be available in, or

10 immediately adjacent to-

11 (1) bathrooms;

12 (2) toilet rooms;'

13 _(3) sleeping areas; and

14 (4) kitchens.

15 (d) There *shall be adequate insect screens on all ,

16 windows and doors where needed and adequate janitorial

17 equipment and storage space in each unit of the residential

18 facility.

19 Chapter 7.ADMINISTRATIVE SUPPORT

20 -SERVICES

21 Subchapter IFunctions, Personnel, and Facilities

22 SEC. 284. (a) Adequate, modern administrative sup-

23 portshall be provided to efficiently meet the needs

24 and contribute to, program services for residents, and to

25 facilitate support of a. variety of resources, which may hi-

291:
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elude, but need not be limited to, the following kinds of

2 services: clerical, communication, dietary, financial; rouse-

3 keeping, laundry, personnel, physical plant, records, safety

4 and security:, and supply and purchasing.

5 (14 Administrative support fullstions should be directed

6 by a qualified administrator, trained and experienced to

provide skilled and efficient coordination of_ these services,

8 to adequately meet, the residential facility's program objee-

9 tires. In larger residential facilities, provision may be made

10 for both executive direction, via a chief executive officer

11 (superintendent, director) , and administration of support

_12 services (via a business manager)c In smaller residential

13 facilities, a single person may provide both program direc-

14 tion and administration of support servicesL,

15 (1) the administrator of support services should-

16 (A) have at least a baccalaureate degree; or

17 (B) have completed formal graduate education

18 in health adininistiation or its equivalent;

19 (21 all administrative support personnel' shall, have

20 sufficient understanding and appreciation of the nature

21 and behavior of, the mentally retarded and developmen-,.

22 tally disabled resident, to assure that each employee's

23 work and his or her relations to the residents contribute

24 positively to their welfare.

ti
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1 (c) There shall be adequate 'office space, facilities,

2 equipment, and supplies for the efficient conduct -of all

3 administrative support'functions.

4 PART DSTANDARDS FOR COMMUNITY FACILITIES AND

5 AGENCIES; PROGRAMS FOR MENTALLY RETARDED

6 AND OTHER PERSONS WITH DEVELOPMENTAL Dis-

7 ABILITIES

8 Subpart 1Indi vidnal Support Systems

9 , CASE FINDING

10 Sm. 285. (a) For the purposes of this part the term

11 "case finding" means the processes of systematically reaching

12 into the community for the purposes of identifying persons

13 in need of services provided pursuant to this title; aleqing

14 persons and their families to the availability of such serv-

15 ices; locating providers of such services; and assisting per-

16 sons to enter the service delivery system.

17

'18

.19

20

21

22

23

24

4 .

(b) Facilities and agencies receiving Federal assist-

ance_ utider this Act.shall

(1) establish written policies for its case finding
c:r

program;

(2) designate a staff member to monitor and to

follow up the case finding process;

(3)- maintain evidence of its case finding activities

in the following areas:

293 ,
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1 (A) identifying persons in need of services,

2 locating services to meet their needs, and assisting

3 them in entering the service delivery system;

4 (B) alerting relevant agencies and individuals

5 of the importance of early detection, especially with

6 high risk populations, and of their role as case

7 finders;

8 (C) coordinating its case finding activities

9 with the ease finding activities of relevant agencies

10 and practitioners; and

11 (D) reaching out to meet the expressed or

12 uneNessedpeeds of the inarticulate.

13 ENTRY INTO THE SERVICE DELIVERY SYSTEM

14 SEC. 286. (a) "Entry", for purposes of this part, means

4 actions taken by a facility or agency to bring a person in

16 need of services into the service delivery system, and to the

17 actions taken by such facility or Agency immediately preeed-

IS ing and following actual entry.

,19 (b) l'aeliities and agencies receiving assistance nnder

20 this Act shall-

21 (1) establish written policies regarding its entry

22 procedures, and stipulate in such policies that persons

23 are accepted for entry services without regard to ethnic

24 origin, sex, or ability to pay and without regard to the

25 ability of the facility orageney to provide direct services;

9 1.'
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(2) obtain, provide, or coordinate any services

needed to facilitate entry, including assurances%at

(A) the facility's or agency's hours of opera

tion shall be arranged to enable easy accessibility

for total family units;

(B) staff members esponsible for the entry

interview shall be readily accessible;

(c) transportation shall be arranged, or a home

.visit made if necessary, for the initial interview;

(D) available sources of funding shall be iden-

tified for the person and his or her family;

(3) service, at the point of referral, any followup

required to facilitate the person's entry into the service

delivery system, and such facility or agency

' (A) shall obtain from the person and his or her

family, and from other appropriate sources, the in

'fikination needed to determine appropriate referrals;

(B) may use the recorded information to

make appropriate referrals to other agencies; and

(C) shall have policies and procedures that

define the conditions of discharge and procedures

for reentry if needed;

(4) insure that the entry procedure shall be eval-

uated annually, and that such evaluation shall include

maintenance of- a log of requests for information, en-

2 95
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1 tries, referrals, follow:up services, dispositions, and rea-

2 sons for rejection, the data from which log shall be

3 reviewed as a basis for planning, evaluating, and modify-

: 4 ing the facility's or agency's role and as a. part of the

. 5 community coordinatiniprocess, that such data is shared

6 with other agencies for use in planning, evaluating, and

7 modifying the service delivery system in such a way that

8 It does tiot reveal the identity of the individuals.

9 FOLVW-ALONG SERVICES

10 SEC. 28'7, (a) "Follow-along" as used in this part means

11 provision for a continuing relationship with the person and

12 his or her family, which may extend over the life of the per-

19 son, for the purpose of assuring that changing needs are rec-

14 ognized and appropriately met, The facility or agency which

15 provided services to a person shall remain available as a

16 contact for persons who are no longer receiving services but

17 who seek support or guidance with respect to needs formerly

18 accommodated by such facility or agency.

19 (b) Facilities and agencies receiving assistance under

20 this Act shall-

21 ' (1) provide follow-along services to persons as

22 needed;

23 (2) educate persons it serves to seek follow-alri

24 the services when such services are needed to enhance

25 the independence of such persons; and
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provide to each person served specific point of

contact 'ithin the facility or agency, in order to receive

3
follow-along service.

7
4 (c) Eacit facility and agency, together with Other ap-

5 propriate facilities or agencies, shall identify each person's

6 primary follc.w-along agency, in order to promote efficient

7 service ,and roduce 'duplication of efforts.The person and his

8 or her fancily shall be informed by fhe appropriate facility or
04 s

9' agelicy of the procedures for terminating or reentering a fol-

10 low-along service program. Such facility or agency shall in-

n sure that the follow-along service assists with the transition

12 to a.new serv-ice, as necessary; that the person's right tb pri-

13 racy is not -criolited; and that the person's status is recorded

14 atleast or-agency pioviding"ffillosicalong

15 service may have access to any appropriate information in the

16 person's. records.

17 INDIVIDUAL PROGRAM PLAN

18 8Bc. 288. (1) The individual program plan is a written

19 plan of intervention an4 action that is developed,..and modi-

20 fled at frequent intervals, with the participation of all con-
-

'21 -eerned. It sh=ill spe.eify olijectives and goals, and identify a

22 continuum of development, outlining projecta4r.ogressive

23 steps, and the developmental consequences of services.'1.

24 (b) Facilities and agencies receiving assistance under

25 this Act shall insure that

2 9 7
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(1) each person enrolled- in a service-hlaL an ht-..

".-

e

-dividual pcogram plan ;

3 i( 2 ) the slividuaI pi'dgrani plait ,is developed -
4

4 -.4.-yititin.fiv'e dtlys after,the perion is enrolled in a service;
. - .

4- CI ( 0. that iridh idual program plan "incksde at a

,,:_inhiiiiettrivassdsstuent, data with respect to tile person's

7 ..,sefisorimotor tic clodrent, counminicative development,

social detelOpnient, affective development, and cognitive

9
s
developapfit;

10 (4) the objectives of the individual program plan

11 are developed %,:ith the participation of the _ person, his

12 or her_family, all relevant agency staff members, and

13 staff of other agencies involved in serving ,the client;

1 (5) each objective of the individual program plan

15 are stated separately, sequenced within a .time frame,

16 and expressed in behmioral terms that provide measur-

able indices of progreps;

lit (6) the individual program plan describes the con-

19 ditions, activities, or barriers that interfere with the

achievement of the objectives;

21 (7) the individual program plan specifics modes of

22 intervention for the achievement of the stated-objectives;

23 (8) the individual program plan identifies agencies
Y.

2 capable of delivering the slices required;
4

-------
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1 (9) the individual program plan identifies a

2 designated focus of responsibility for utilizing and co-

3 &diluting services provided- by different practitioners

4 or agencies;

5 (10) the in dividual program plip.included day-to-

6 day training, activities. designed to assist in attaining the

:** stated. objeetives ;.

8 (11) the individual program plan is written in terms

9 that are understandable to the person and his or her

10 family;

(12) the individual program plan is reviewed at

12 least quarterly in order to measure the person's progress,

13 modify the objectives as necessary, determine the services

14 that are rk, ;tided, and provide guidance and remediation

15 techniques to modify barriers to growth; and

16 (13) the individual program plan includes a written

agreement that specifies the roll and objectives of each

48 Party to the implementation of the individual program

19 plan, and provides for at least semiannual review of the

2P plan by all parties concerned.

1 PROcIRA3( POORDWATICkl

22 SEC. 289r' (a) Program coordination is the process of

23 estiblishing ?t-pcinsibility for implementation of the person's

24 individual program plan. Such process includesIt'Ooviding

25 support, procuring direct services, coordinating 'services,

.

291j),
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1 collecting !Intl disseminating data and information,- and

2 monitoring the progress of the person.

3 (b) raeilitiei and rigeneies.reeeiving assistance under

4 this Act shall insure that

(1) each-person served by the agency is assigned a

6 program coordinator responsible for implementing his or

7 her individual program plan;

(2) the person and his or her family shall par-
.

9 tieipate in the selection of the program coordinaldr, and

10 that the program coordinator is identified to.the person,

11 to his or her family, and to appropriate staff members;

12 (3) the program coordinator attends. to -the total

13 spectrum of the person's needy including, but not limited

14 to- housing, family relationships, social activities, ed-

15 treation, finances, employment, health, recreation, and

'16 records;

17 (4) the program coordinator determines whether

18 or not the person's needs are being met, and how the per-

19 son's needs arc being met;

20 (5) the program coordinator arranges supportive

21: service_: fur the person and his or her family, locates arid.

22 - procures services outside the ageiley when needed, and

23 coordinates the delivery of all services to the person;

24 (6) in (rider to keep the indyichial program plan

to) . up to date the program coordinator secures - relevant data

26 from other.agencies providing service;

3

a
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1 (7) the program coordinator provides documenta-

2 tion relevant to the review of-the individual prograni

3 . plan reghired by'section 284;

4 (8) the program coordinator monitors the operation

5 of the services that are priivided to the person; and

6 (9) the program coordin4to-r facilitates the transfer

7 of the person to another service or agency when such

8 transfersis determined to be. appropriate.

9 PROTECTIVE SERVICE

10 SEC. 290. (a) Each. State which receives assistance

11 under this Act shall establish a system of continuing legal

1 2 and social protection which shall monitor programs and assist

13 persons in securing their rights under law, and -heir entitle-

14 ments. Each such State shall provide advice and guidance

15 to persons and, if necessary, actively intervene in social and

10 legal processes.

17 (b) Each State providing protective services shall insure

18 that'
19 (1) the p ,services function shall. be inde-

20 pendent of any facility or agency providing direct

21

2 2
e

23

24

25

services;

(2) the programs of each facility and agency are

monitored and audited to an extent which assures the

receipt by each person served of all of the benefits, serv-
,

ices, and riglits,tc which they are entitled;

301
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1 (3) services are provided to persons in congregate

2 living situations, as well as those living alone or in

3 families;

intervention is provided in cases of

- 5 abuse or neglect of either children or adults;

6 (5) no right. of a person protected pursuant to this

7 section may be abridged without due process, which shall

8 include-

9 (A) notice to the affected person, appropriate

10 family, members, and other interested persons ad-

11 vance of the proposed abridgement, and an explana-
..

12 tion to the affected person and his or her family of

.13 the reason for such abridgement, his or her rights,

-14 with respect thereto, and the means for appeal from

16

17

18

19 ,

20

21

22

such abridgement;

(B) evaluation of the appropriateness of such

abridgement by individuals professionally qualified

to do so;

,(C) the modification of the right shall be spe-

cific to the person's ability to exercise that right; and

(D) opportunity for judicial review.

(0) there, is provision for periodic review of the

23 need to abridge the right of any person, and for restora-
.

24 tion of any right that is abridged, should the circum-

25 stances justify its restoration;

302
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1 (7) each facility and agency shall participate in

2 educating law enforcement agencies and the local bar

3 association concerning the nature of mental retardation

4 and other developmental disabilities, and the special

5 needs of persons withsuch disabilifies, and that each

6 facility and agency shall make its resources available to

7 law`efiforcement officials in the event that such persons

8

9

10

are subjected to arrest, questioning, or detention;

(8) each facility and aaency shall work with law

enforcement ocfficials and the courts in establishing a
- ,

11 system processing the developmentally disabled

12 offender that provides recognition of diminished respon-1

13 sibility and a means for avoiding unnecessary or.iindue

14 confinement; and ..

(9) each facility and agency shall instruct each

person it serves concerning the law and how he or she

may obtain assistance if arrested, and shall provide

any such person who has communication problems, or

who desire this service, with a means of identifying him-

self or herself to law enforcement officials.

PERSONAL ADVOCACY SERVICES

15

16'

17

18

19

20

21

22 SEC. 291. (a) Personal advocacy services include the

23 provision of competent individuals to assist mentally re-
24 tarded and other developmentally disabled persons to cope

3-03-
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with problems, including the exercise of their personal and

2 legal rights.

3 (b) Each facility and agency providing personal it d-

vocacy services shall-

5 (1) identify persons needing personal advocates;

6 (2) select, recruit, and train volunteers as ad-

7 vocates

8. (3) ,.assess the abild of each volunteer to perform

9 competently as an advocate;

10 (4) provide practical assistance to personal ad-

11 and secure any legal and professional services

12 that may be needed by the advocate forthe person;

13., (5), mediate the assumption of a legal role, such

14 as guardian or adoptive parent, by a personal advocate;

15 (G) evaluate the performance of each advo-cate and .

16 the adequacy and effectiveness of the personal advocacy

17 services program at least quarterly;

18 (7) have written procedures for terminating ad-

19 vocacy service at the request of either the advocate or

20 - the person;

21 (8) solicit recommendations of advocates and per-
,

22 sons with respect to the expansion or modification of

23 personal advocacy services;

24 (9) publicize the program to consumers, interested

25 citizens, and cooperating agencies; and

301.
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and publish material for use in

orienting and training personal' advocates.

3 (c) (1) Each personal advocate assigned pursuant to

4 this section shall monitor intlividual.program plaits for per-

5 eons assigned' tb him for advocacy services.

6 Each such advocate shall be knowil to the client pro-

7 gram coordinator and to the protective services worker as-

8 signed to the person. ,

9 (2) In accordance-Willi-tli-e-iia-dr--of-the-person-,-the-----

personal advocate's functions And supportive social activities

11 shall include, but are not limited to-

12 (A) providing companionship in activities of daily

13 living;

14 (II) providing assistance in solving problems of

15 daily living;

16 (C) supplying missing or needed affective rela-

17 tionships, as parent or sibling substitute, or as friend;

18 (D) working to increase the person's competency

19 anti independence;

20 (E) helping to obtain needed services; and

21 (F) challenging agency practices that appear to

22 discriminate against the person.

23 (3) Each facility and agency shall coordinate its ac-

24 tivitics with personal advocacy services personnel to insure

25 that the persons it serves remise personal advocacy services if
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1 needed. If personal advocacy -services are not otherwise

2 available, the agency shall proceed to establish them.

3 GUARDIANSMP SERVICES

4 SEC. 292. (a) Guardianship services are those services

provided by a person in a public or private agency who is

6 serving as a guardian when there is no suitable relative or

7 friend available to assume this responsibility for the person

8, receiving services.

9 (b) Each facility and agency assisted under this Act

shall

11 (1) assist the person, his or her

12 Court in determining the need for guardianship, includ-

13 ing a determination df whether guardianship of either)

14 the person or the property or of both is needed, whether

15 such guardianships should be combined or separate and,

16 where State law provides for both plenary and limited

17 guardianship, the appropriate level of guardianship;

(2) assist the person, his or her family, and the

19 court in assuring that a qualified private individual or a

20 qualified individual in a public or Rrivate agency is

21 available as a guardian to such person, insuring that

22 no individual or agency wl.o is responsible for render-

23 ing a direct service to a person will also be appointed

24 guardian of that person;

51.713 0 75 . 20 3)6



r

302

,300

1 (3) if State law provides for corporate guardian-

2 ship (guardianship by an organization rather than by

an individual), assist in establishing procedures that will

4 eliminate conflicts of interest.;

6

7

8

9

10

11

13

14

(4) assist the guardian in understanding mental
4".

retardation and other, developmental disabilities, andmigt

fostering increased independence on the part of his or

ber ward;

(5) assist guardians to become more effective in

securing the rights, benefits, and services for their wards'

needs, and to which they are entitled; and

(6) the agency shall work with the client, his or

her family, and the court to insure that all guardianship

procedures provide for due process;

15 (c) (1) In those cases in which a guardian is com-
,

16 pensated for his or her services, the facility or agency shall

17 demonstrate its efforts to insure that such compensation is in

18 accordance with actual duties performed, rather than based

19 solely on the income or assets of'the ward and that no-per6n

20 will be denied legal guardianship services due to inadequate
4

21 resources.

22 (2) The agency shall, assist the clic*, his or her

23 family, and the court in assuring that timely and appro-

24 priate procedures are available, for the orderly con-

25 tinuatithi or reestablishment of guardianship upon the
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1 attainment of the age of m'ajority, or for the person who

2 otherwise needs continuation or reestablishment of guardian-

3 ship, and, where appropriate, the appointment of a suitable

4 successor guardian.

(3) The agency shall further assist the person, his or

ber family; and his attorney in the appropirate utilization of

7 property management devices such as wills and trustsr oda-

8 sate the community concerning the need for and the availabil-

9 Ay of guardianship services, and if guardian-ship services

10 are not available, the facility or, agency shall establish one.

11 'Subpart 2Agency Service Components

12 PURPOSE

13 SEC., 293. (a) The program coordinator shall assist

14 in the carrying out of the individual program plan by selec-

15 tiveuse of the direct services available. Each facility and

16 agency that supplies one or more services shall publish a

17 clear' statement of the extent and llmitations of the service

18' or services that it 'provides. Such facility or agency shall

19 demonstrate a willingness to modify its services in relation

20 to the needs of the person and his or her family, in relation

21 to other services, and in response to community planning
/

22 processes.

23 (b) Each agency shall be evaluated on the basis of the

24 specific component services that it provides. Each of the

3.03
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j, service components described in this subpart shall be avail-

2 able within the service.delivery system of each State.

3 " INDIVIDUAL ASSESSMENT

4 SEC. 294. (a) Individual assessment means an em-

s .pirical process to determine if, and to what degree, a

.6 .person has developmental deficiencies,, and what iqterven-

7. dons and services are needed to increase the independent

8 functioning of such person. The individual assessment shall

9 identify the present developmental level of the person, the

10 conditions that impede his development, and, where possible,

the etiology of the disability.

.12 (b') Each facility and agency receiving assistance tin-

-!:1 der this Act shall-

14 (1) provide or procure assessment services, iden-

15 tify-for persons it serves and their families those areas in

16 which it is competent to offer assessment services, and

17 have written procedures for referring the person to other

is agencies for assessment services that it does_not,provide;

19 (2) include in each individual assessment, in order

20 to phvide data for the individual program plan, coin-
...

21 prehensive assessments of sensorimotor, communicative,

social, affective, and cognitive development;

23 (3) provide, through an interdisciplinary team

24 .constituted of members drawn from, or representing,

25 such professions, disciplines, or service areas as are rele-
.

N3 v9.
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1 vain, in each particular case, a comprehensive medical
,

2 examination; dental evaluation, visual and auditory

3 screening, speech and language screening, and psycho-

4 logical and social assessments, including specialized as-..
5 sessments, where needed;

6 (4) insure that all State licensure, certification, and

7 registration laws regulating the professional disciplines

8 authorized to perform specific diagnostic tests shall be
_.

' 9 observed;
i

- .

10 (5) assign specific responsibility for synthesizing,'

11 interpreting, and utilizing the` results of the assessment

12 components provided by different practitioners or

13 agencies;

14t , (6) insure that the assessment process is adapted

15 to the cultural background, language, and ethnic origin

16 of the person and his or her family;

17 (7-) insure that assessment data are .recorded in

18 terms that facilitate clear communication across disci-

19 Ones and with persons;

20 (8) insure that eaclrassessment identifies the symp-

21 tomatology of problems or disabilities, and, where pos-

22 sible, their etiologies;

23 (9) insure that the assessment process identifies all

24 available alternatives,. for the selection of needed services,

25 establishes a focus of responsibility for those sePices,

3 ig
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and that such process involves the person and his or

2 her family and that they are advised of the assessment

3 findings; ,

4 (c) A preliminary individual assessment shall be coin-

5 pleted within thirty days after entry. Reassessment shall be

6 provided at developmentaftintervals during childhood, adoles-

7 cence, and adulthood; provideiat times of crisis; and avail-

8 able when behavioral responses
,
mdicatA the need. Assess-

9 ments reports may be sent to other facilities or agencies that

10 provide services to the person and his or her family if written

D. permission to do so is provided by such person or his or her

12 family

13 ATTENTION TO HEALTH NEEDS

14 SEC. 295. (a) Healtkneeds include the needs for health

15 care that are common to all persons, and any special health

16 needs that arise from problems associated with mental retar-

11 dation and.other'developmental

18 (b) Each facility and agency receiving assistance under

19 this Act shall-

20 (1) have identifiable procedures for the early detec-,

21 tion and remediation of the special health needs of the

22 person;

23

24 person served, inclu ing dental evaluations, at regular

25 intervals, but.at l annually;

(2) provide or procure health assessments for each

3
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(3) provide for the detection, diagnosi'S, and treat,

2 melt of sensorimotor deficits;

3 (4) provide or procure corrective or prosthetic de-

4 vices in accordance with specialists' recommendations,

5 along with periodic reevaluation of corrective or pros:

thetic devices by appropriate professional irersonnel, to

7 ascertain their continued applicability and fitness, and

8 to recommend changes as needed, and instruction to par-

9 ants and to pertinent staff members in the proper use and

10 care of such devices;

(51 provide or procure home health' services trb

12 foster implementation of the home aspects of the special

health remediation.program;

14 (G)1 titsbre that the special health needs of persons

15 served are met by the generic resources of the et,mn-

16 munity;

17 (7) provide that health supervision for disabled

18 children shall conform to the -regulations of the Secre-

19 tary

20 (8) provide nutritional services to assist in plan -

21
--

ning adequate and proper diets, including special. diets

22 when needed;

23 (9) provide services to develop functional oral

24 systems such as sucking, swallowing and chewing;

3 2
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1 (lb) have written policy regarding the adminis-
,,

2 tration (if all Medications used by person's served, includ-
..

3 ing those not specifically prescribed by the attending '

practitioner, except that no medication shall be admin-,
4

istered to a person without a written order-by a physi-
.

6 cian; and written policy specifying the procedures to be

7 followed in Medical' emergencies, and in rendering emer-
.

8 gency medical care ;

9 (11.) insure that each person who requires medi-
,

i° cation shalt receive appropriate medical supervision,
3

11 which includes regular evaluation of his or her response

12 to the medication, 'with appropriate monitoring,and

13 oratory assessment;

14* (12). have pplicies and procedures for perSons with

15 infectious and contagious disc:1'ms which conform to State.
16' and local health department regulatk!ns, and copies of

17 such policies and procedures shall be available to all staff,

18 persons served, and their families;

- 19- (13) include in its inservice training program

20 instruction in the proper handling of persons with con-
.

21 vulsive disorders, and insur e that such instruction is
vt,

22 given to all personnel who work with such persons;
.

23 (14) make available to persons served and their

24 families specialized family planning services and genetic
t ,
25 counseling services.
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, Any facility or agency which does not provide

specialized health, services shall refer each person and his

or her fluidly to-the appropriate agencies and follow_up on

such referrals.

\0:1,1:TTENTION TO DEVELOPMENTAL NEEDS

SEC. 296. (a) Attention to developmental needs means

g the provision of specific -opportunities for grOwth and

8 development.

9 (b) Effective programs for mentally retarded and other
(

10 developmentally _disabled persons shall bQ based upon a
'4 0

11 developmental motiel whiCh -assumes that (1) change and,.

12 development begin at conception and continue throughout

13 the life span of every litilnan being, (2) human development

14 progresses in a sequential, orderly, and predictable matingr,

15 (3) specific opportunities for develolmnent must 1)4 provide'

16 if developMenVis to occur, and (4) the ratb and direction

'17 of stleplopment are influenced by many factors, some of

18 which can be. significantly modified by utilizing and con-

19 trolling certqin physical, psyhological, and social aspects of
ry

20 the environment. The objective oi,services which attend to

21 developmental needs shall be to, enhance development and

22 inerease adaptive ehavior by modifying the rate and diree-

23 tion of behavioral change.

24: (c) Attention to developmental needs shall be made

25 available by each facility and agency receiving assistance

a
3ilr

a'
01:".
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1 under this It.ct; to everp,person served, regardless-of age, or

2 type or degree'of disability. Programs Shall be' designed .to

3 (1) enable such persons lo ,develop an increasinedegrA of

4 control over 'his or her environment, and (2) to gradually.
,

likroduce more complex behavior patterns that increase the

6 person's capacity to cope with hit or her environment. The
t.

7 peison's individual 'program plan must specify the progres-

8 sive developmental steps and...goals that are .to be attained.

..9 (d Basic -goals for development shall include under-

10 standing, appreciating, and caring for the natural world;

n promoting esthetic experiences and creating emotional sta-
,

12 .bllity; learning to perform work for reimbursement; and

13 learning a critical or intellectual method by which to evaluate

14 experience# and environment.

15 (e) The objectives of educa) ion and-training programs

16 shall be to maximize the person's development. Arbitrary

17 time and ago limits shall not be imposed on any process of

18. education.

19 (f) Each facility and agency receiving assistance under

2Q 'this Act shall-

21 (1) assist in initiating developmental programs

22 that begin in infancy and continue throughout the life-

23 span;

24 (2) insure that 'its program is determined by

25 individual developmental needs, and is not contingent on

26 age or time restrictions;

)
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1 (3) implement in each person's individual program

2 plan the progressive developmental steps and goals that

3 are to be attained;

4 (4) defuie the responsibilities of both the agency and

5 the family as they affect individual attainment otdevelop-

6 mental objectives, and the communication mechanism;

(5) provide or procure formal education and

8 training services that begin with early childhood pro-

9 grams and continue through post-secondary schools and

10 vocational training activities including opportunities for

11 continuing education and retraining without arbitrary

12 time and age limits, and which are directed toward into-

13 grating the person in the most appropriate learning en-

14 vironment that is available in the community;

15 (6) insure that the objectives of its education and

16 training , programs shall be related to the long-range

17 goals of its clients, to include the achievement of aca-

18 domic knowledge and the development of competence in

19 activities of daily living;

20 (7) insure that education and training programs

21 meet the standards established by the appropriate State

22 agency and that instructional techniques, physical set-

23 tings, and materials are appropriate to the ages and de-

24 velopmental levels of each person served;
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1 (8) identify programs and services available,to the

2 person and his or her family from other sources, to

3 reinforce and enrich its education program; .

4 (9) document the person's participation in the

5 selection of alternatives relating to activities of daily

6 living;

7 (10) prohibit the use of corporal punishment and

8 verbal abuse (shouting, screaming, swearing, name call-

9 ing, or any other activity that would be damaging to a

10 person's self-respect) and. seclusion (defined as the

11 placement of a person alone in a locked room) ; and

12 (11) have a written policy that defines the use of

13 behavior modification programs, the staff members who

14 may authorize their use, and a mechanism for monitoring

15 and controlling their use, in which

16 (A) noxious or aversive stimuli shall be em-

17 ployed only in very extreme situations and only

18 when reviewed and approved by the agency's or fa-

19 cility's research and human rights committees, con-

20 ducted with the consent of the client's family, and

21 the use of such stimuli is'described in written plans;

22 (I) medication shall not Al used as punish-

23 went, for the convenience of staff, as a substitute for

24 a program, or in quantities that interfere with a

25 'developmental program; and .
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1 (0) persons shall' not discipline other persons,

2 'except as part of an organized self-government pro-

3 gram that is conducted in accordance. with written-

4 _policy.

5 SENSORIZOTOR DEVELOPMENT

6 SEC. 297. (a) Motor development means the develop-

ment of those behaviors that primarily involve muscular,

8 neuromuscular, or physical skills, and varying degrees of

9 physical dexterity. Sensory development includes the de-

10 velopment of perceptual skills.

11 (h) Each facility and agency receiving assistance under

12 this Act shalt-

13 (1) 'meld& in each individual program plan objec-

14 tip es relating io sensorimotor development, including, but

15 not limited to, the development of balance and posture,

16 perceptual-motor skills, locomotor skills, manipulative

17 skills, and body image; and shall evaluate and record

18 each person'sdevelopmeut at least quarterly;

19 (2) have specific programs directed to the sensori-
,

20 motor development of nonambulatory individuals;

21 (3) have individually prescribed sensorimotor de-

22 velopment activities performed by each person regu-
.

93 larly, where appropriate, which are designed to increase

24 individual skills, strength, -and endurance, modified in

3,j 8
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1 accordance with the person's progress toward. his or her

2 sensorimotor development objectives.;

3 (4) provide direct services. or obtain consulting

4 services from professionally qualified persons to assist

5 person and his or her family in sensorimotor training;

6 and

7 5) demonstrate fupctional integration of sensori-

8 motor activities and therapeutic interventions in the

9 educational, social, recreational, developmental, or coca-
c

10 tional programs that it provides.

11 COMMUNICATIVE DEVELOPMENT

12 SEC. 298. (a) Communicative: development means the

13 development of communication skills, transmitting meaning

14 to others, either verbally or nonverbally.

15 (b) Each facility and agency receiving assistance under

16 this'Act shall-

17 (1) include in each individual program plan oh-

18 jeetives relating to communicative developMent, and the

19 progress of the person toward these objectives shall bo

20 recorded at least quarterly;

21 (2) provide appropriate training in the areas of

22 sensory stimulation, awareness, appropriate gestures, re-

23 eeptive skills, speaking, writing, reading, listening, and

24 expression;
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(3) provIde specialized services or .procure to cor-

2 rect structural or habit deficits that interfere with per-

3 sons' communicative development;

4 (4) provide for each person specific opportunities

5 for the use of functional communication skills in achy-

6 ities of daily living; and

7 (5) provide instruction concerning the availability

8 and utilization of all forms of communication media,

9 such as radio, television,lelephone, and such specialized

10 ' equipment as may be required.

11 some', DEVELOPMENT

12 SEC. 299. (a) Social development means the formation

13 and growth of self-help and interpersonal skills that enable

14 a person to establish and maintain appropriate roles and

15 maintain fulfilling relationships within his or her environ-

16 ment.

17 (b) Each facility and agency receiving assistance

under this Act shall-

19 (1) insure that each individual program plan con-

20, tains objectives relating to social development, and that

21 the progress of the person relative to these objectives

22 shall be recorded at least quarterly;

23 (2) provide for the development of culturally nor-

24 =five behavior by persons it serves, including a sequen-

25 tial life education ..program, opportunities for social

32
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development .appropriate to the person's chronological.

2 . age, and activities that promote the development of

3 socially adaptive relationships with the opposite sex;

4 (3) provide activities for individual social inter-

5 action outside the training programs;

6 (4) provide programs to (A) assist the person

07 with clothing selection and grooming appropriate to

8 various social situations, such as work, school, church,

9 and leisure time activities; and (B) as a part of the so-

10 cial development program, provide special training relat-

11 ing to safety in all activities of daily living;

12 (5) design a program for use by the person's

13 family to encourage independent functioning through the

14 . acquisition of self-help and interpersonal skills;

15 (6) provide counsel for the person and his or her

16 family concerning interpersonal conflicts, or conflicts

17 arising from isolated or disorganized families, and if

18 referral is made for counseling, it shall provide follow-up

19 to insure resolution of the conflict.

20 AFFECTIVE DEVELOPMENT

21 SEC. 299A. (a) Affective development means the devel-

22 of feelings and emotions, including behaviors that

23 relate to, arise from, or influence, interests, attitudes, emo-

24 tions, and values.
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1 (b) Each facility and agency receiving assistance under

2 this Act shall=

(1) include in each individual program plan objec-

4 tives relating to affective development, and the progress

5 of.-the person toward these objectives shall be recorded

6 at least. quarterly;

7 (2) develop, with the client and his or her family,

8 a plan for developing the expression of appropriate

9 emotional behaviors;

10 (3) provide a warm, accepting environment that

11 is conducive to the development of positive -feelings, in-

12 eluding opportunities for the expression of appropriate

13 feelings;

14 (4) provide for the development and enhance-

15 ment of the person's self-concept through activities that

16/ promote awareness of self and the experience of success

16 and. sccurity;

18 (5) provide a variety of experiences to develop the

19 client's interest in and appreciation of the esthetic com-

20 ponents of his environment; and

21 (6) provide specific training objectives for per-

22 sons displaying nialadaptive behavior that lead to more

23 adaptive behavior, and maintain records of significant

24 inaladaptive behavior, and of actions taken by parents

25 and staff as a consequence of such behavior, and, when

3 3 2
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1 necessary, provide specialized therapeutic techniques to

2 develop constructive adaptive behaviors.

3 COGthTIVE DEVELOPMENT

4 SEC. 299B. (a) Cognitive development means the de-

5 velopment of tuose processes by which sensory input is trans-

6 formed, stored, recovered, and used, including processes and

7 abilities involved in perceiving, recognizing, remembering,

8 conceiving, judging, reasoning, thiiiking, and knowing.

9 (b) Each facility and agency receiving assistance under

10 this Act shall-

11 (1) include in each individual program plan ob-

12 jectives relating the cognitive development which are

13 written in behavioral terms, and progress relative to
14 these objectives shall be recorded at least quarterly;

15 (2) help parents to recognize and implement their

16 roles in foster% the cognitive development of the child;

(3) provide initial actiities in the development
38 of cognitive skills at the most basic developmental level,

39 including sensory stimulation;

20 (4) provide specialized services to remcdiate or

21 compensate for specific barriers- to !earnings; and

(5) provide opportunities for alternatives leadinb.

23 to independent action, including evaluation of the con-

24 sequences of the person's decisions.
6
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1 t. SERVICES TO SUPPORT EMPLOYMENT AND WORK

2 SEC. 2990. Each person shall be prepared for oppor-

3 tunities to engage in productive work or ,bther meaningful

4' occupation that leads toward making an economic contribu-

5 tion to society and securing a decent standard of living.

6 (b) Each facility and agenCy receiving assistance under

7 this Act shall-

8 (1) include work objectives in each individual

9 program plan directed to maximizing the independence

10 of the person, which are established in cooperation with

11 the person, based on a recorded evaluation of work

12 potential, and which include the attainment of at least

13 partial employability or self-support, or other mean -

14 ingful occupation;

15 (2) provide opportunities for, and assist the client

16 in the selection of, alternatives in vocational training

17 and retraining;

18 (3) integrate its work and employment programs

19 with the community by providing or obtaining occupa-
,

20 tional training, adjunctive therapy, bio-engineering con-

21 sultations: or other services that are designed to maxi-

22 mite the person's level of work functioning; establishing

23 locations in the community where on-the-job training

24 takes place; facilitating the placement of persons in

25 full-time employment at the Federal minimum wage or
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1 higher; providing or obtaining reimbursed work experi-

2 'ences for Those persons whose evaluationsrdocument that

3 they are unable to utilize or attain on-the-job training,

4 full-time employment, or sheltered work in the commu-

5 pity; and providing or obtaining follow along to insure

6 that the employee has opportunity for job upgrading or

7 reevaluation, in order to increase 'employment potential;

8 (4 provide the person with matarials' for produc-
,.

9 five work at his; or her place of residence, when this is in

10 his or her best interest;

11 (5) provide support to the person by helping him

12 or her make constructive use of leisure time; assisting in

13' the development of peer relationships in leisure time

14 activities; and maximizing opportunities for increasingly

15 independent living by minimizing the effects of the

:16 distality ;

17 (6) maintain at least yearly contact with the advo-

18 e,ate, guardian, family, or other responsible person to

19 evaluate the work expectations and performance of the

20 person;

21 (7) maintain documentary evidence of each person's

22 production level earning rate;

23 (8) insure that persons who are paid for productive

24 work shall be provided benefits that include, but are not,

25 liinited to effective grievance procedures; provisions for
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paid vacations, holidays,,and sick leave; workmen's com-

pensation; provisions for health insurance and retire-

ment; opportunities for continuing educational activities;

and provisions for recognizing outstanding contributions.

to the agency; and

(9) utilize definitive time study procedures and com-

petitive bidding practices.

RECREATION AND LEISURE

9 SW. 299D. (a) -Recreation 'means the satisfying use of

10, leisure time. Recreation and leisure activities may be elements

D. of a person's daily life in which participation may be planned,

n requested, or self -initiated_ to meet a basic need and to provide

13 personal enjoyment.

14 (b) Each facility and agency receiving assistance under

15 this Act shall-

16 (1) provide or obtain recreation and leisure time

17 activities that are designed to allow the person to choose

18 whether or not to participate, and to choose the type of

19 activity in which he or she wishes to participate; develop

20 skills and interests leading, to enjoyable and satisfying

21 , use of leisure time; provide opportunities to be success-

22 lid; provide experiences that develop social interaction

23 skills; provide activities that promote physieal and emo-

,tional health; and provide individualized therapeutic

3 2,6
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1 activities for the alleviation of disabilities and the preven-
2 tion of regression';

3' (2) plan and organize recreation programs and
4 activities to i4clude a specific set of objectives for each

5 perso4 hiscil upon his or her individual program plan;

6 assessments ,W.the .person's abilities and performance
7 level, t4 deteimine the typo of recreation activities that
8 are appropriate; grouping of person's according ts? their
9 expressed wishes and probableabilities; careful selection

10 of the method of presentation, in accordance with the
11 abilities of the participants; availability of and accas to
12 desired activities; communication and coordination with
13 3ther agencies to develop wider opportunities in program-
14 ing; opportunities to participate with nondisableci
15 people; and parent and family education co-Tweaking

16 leisure time activities;

17 (3) provide recreation activities to persons who are,

18 served by other agencies, and to others who. are not
19 served by any direct' program, through daytime activi-

20 ties for children; after-school activities; after-work and
21 evening activities; weekend activities; ,i

*4
nd summer

22 activities;

23 (4) if generic, community recreation programs are
24 not available to the disabled, initiate action with appro-
25 priate agencies in order to make such programs avail-

3 2 7
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1 4 able; including consultation and training services to ge-

2 neicic agencies in developing and implementing programs

3 fir persons. served;
-

4 (5) insure that recreation programs are available to

5 severely and multiple disabled persons; and

(6) keep the population that it serves informed of all

7 recreation opportunities.

8 FAMILY RELATED SERVI ES

9 SEC. 299E. (a) Family relatedjs vices me those that

10 specifically serve both the person and his or her family, to y

11 include a range of services provided-both within and without

12 the home by a variety of agencies and disciplines. The tern

13 also includes services for a disabled adult who is married
.-

14 and has a family.

15 (b) All services provided to persons under this Act shall

16 inchtd,c consideration and involvement of his or her family,

17 IA the special emotional, social, and educational needs of the

18 family met be recognized. Family members shall be assisted

19 to increase their understanding of the impact of debility,

20 to improve their understandivg of the person and their rela-

21 tionships with him or her, and to mobilize their tmn strengths

22 in coping ith the disability in a ,constructive fashion. _In-
.

strnction in ways of fa.lilitating the development of the person,

24 including training, in specific, management teVniiques, shall

25 be provided.

3 )8
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HOME TRAINING SERVICES

2 SEC. 299F. (a) home training services means special-

3 lied services that are provided to a person and his or her
4 family in the home setting, as an extension of or her
5 total program.

C (b) Each facility and agency receiving assigancc under

7 this Act shall

(1) provide home training services through a home

9 trainer, who shall:

10 (A) develop with the fathily a developmen-

tally sequenced management and training program

that is a component of the individual program plan,

13 and that 'is carried out in the home;

14 (B) instruct the family in how -to carry out
15 the program;.

16 (0) provide for family use of Specialized in-'

17 structional material;

18 (D) provide information on developmental

19 disabilities and developmental patterns;

20 (B) ,develop with the family a method of
21 assessing the assets, liabilities,. and level of perform-

22 ante of the person;

23

24

25

4

(F) assist the person and the family in incor-

porating the therapy offered by various disciplines

into the daily regime;

329
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(0) coordinate the person's activities with

services delivered by others;

3 (H) demonstrate special procedures;

4 (I) help adapt home equipment;

5 (J) help the family make or identify resources

6 for obtaining specialized equipment;

7 (K) assist the family with special clothing

8 adaptations; and

9 (L) provide continuing support and assist-

10

(2) coordinate its efforts with other agencies, and

12 services that are involved with the person and his or her

13 ' family and if hone training services are not available

14 the facility or agency shall initiate such services.

15 H0MEINIAKI5R SERVICES

16 SEC. 299G. (a) Homemaker services means services in

17 caring for the family in the home during periods of need

is or crisis, and teaching familc members techniques of home

19 Management.

90 (b) Each facility or agency receiving assistance under

21 this Act shall insure that-
9,)

93

21

(1) homemaker services shall be available, when

needed, to families with a disabled person living at homt;,

and to disabled adults living in their own homes;

330
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1 (2) the hozn,emaker shall teach appropriate tech-

2 piques of home management, ineluding good health care,

3 meal planning, marketing, budgeting, and housekeeping;

4 (3) the homemaker's home management skills'shall

5 be sufficient to meet a variety of family emergencies, in-

6 chiding relief in a crisis;

7 (4) evaluation of the family's needs shall be made

8 prior to the placement of a homemaker, and shall con-

9 tinue after the homemaker is in the home;

10 (5) the homemaker shall be apprised of the family

11' situation prior to entering the home;

12 (6) the homemaker shall be prepared to assist with

13 the training program of the person, so that he or she

14 may remain.in the home; and

15 (7) If homemaker services are not available, the

16 agency shall initiate such services.

17 RESPITE CAM

18 SEC. 29911. (a) Respite care means short - terra, out-of-

19 the-home care of a person that is provided for the temporary

20 relief of his or her family.

21 (b) Each facility and agency receiving assistance under

22 this Act shall

(1) prov.ide day and night respite care services;

24 (a) identify to persons and their families other

25 agencies that provide respite care;

331



327

325

1 (3) have a written plan for the retirement, selec-

2 tion, training, and evaluation of persons who provide

3 respite care;

4 (4) monitor respite care services to insure cond-
..

5 nuity with the normal living patterns of those being

6 served; and

7 (5) if respite care services are not available initiate

8 such services.

9 SITTER SERVICES

10 SEC. 2991. (a) Sitter services means in-the-horde care

11 of a person for the temporary relief of his or her family.

.12 (b) Each facility and agency receiving assistance under

13 this Act shall-

14 (1) provide sitter services, available on an hourly

15 or weekly 'schedule;

16 (2) have a written plan for the recruitment, selec-

17 tion, training, and evaluation of persons who provide

18 .sitter services;

19 (3) insure that sitter services personnel shall have

20 specialized training and experience in the management

21 of disabled persons;

22 (4) if the agency does not provide sitter services,

23 identify sources for obtaining qualified sitter services;

24 and

25 (5) if sitter services are not available, initiate

26 such services.

332
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FAMILY EIVATION" SRVICES

2 Sic. 229J.. (a) Family education services means the

3 provision of opportunities for the family to increase its

4 knowledge and understanding of mental retardation and

llier;developmental disabilities, and of other concerns relat-

Aug to the family unit.

7 (b) Each facility and agency receiving assistance under

8 this Act shall-

9 (1) provide. family education opportunities on

10 'it regularly scheduled basis and as family needs arise,

11 in which family members are involved in the develop-

12 ment and evaluation of family education programs; and.

13 in which family education techniques shall be adapted

11 to the cultural, educational, and economic character-

15 istics of the families being served;

16 (2) insure that family members have an oppor-

17 tunity to observe the person in a service setting, estab-

lishing procedures by which these observations are

19 discussed with theappropriate staff;

20 (3) insure that planned conferences between staff

1 members and individual families are held on a regu-

2 larly scheduled basis, as needs arise, and either in or out

23 of the home, as appropriate;

2:1 (4) provide parent-to-parent counseling activities

25 for newly identified parents and in times of crisis;

333
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(5) conduct group meetings for siblings of persons

2 who are disabled;

3 (6) maintain a resource library relating to mental

4 retardation and other developmental disabilities, avail- ,

able for use by the family, which inclUdes basic infer=

0 mation on inental retardation and other development

7 disabilities, information on 'developmental patterns, in-

8 formation on techniques of management and training, in-

9 formation relating to attitudes and feelings toward, and

understanding of, the developmentally disabled, and hi-

ll structional materials, including games, and toys, and

12 information on their use; and

13 (7) have a planned program for mobilizing and

14 utilizing parent leadership skills.

ATTENTION TO NEEDS FOE MOBILITY

16 SEC. 299IC, (a) Mobility means the ability of persons

17 to move within, and thereby interact with; their environ-

18 Attention to needs for mobility means helping non-

10 ambulatory persons to become mobile or partially mobile,

20 as well as enabling them to use public and private trans-

21 portation systems to meet their normal needs.

22 (b) Each facility and agency receiving assistance under

23 this Act shall-

24 (1) provide services to increase the mobility of

25 disabled persons as specified in their individual plans,

?,"

1;



330

328

1 including services and equipment necessary to improve

2 ambulation and to promote mobility, and training in

3 mapping and orientation within the person's immediate

4 environment;

:5 (2) promote maximum safety in the use of all

6 mobility devices and procedures, including inspection at

7 least quarterly of all equipment used in the mobility pro-

8 gram to insure that- it is in proper working, condition;

9 (3) actively strive to eliminate architectural bar-

10 riers, and to modify equipment and facilities to overcome

11 barriers, insuring that multistory buildings are equipped

12 with elevators for the use of mobile nonambulatory

13 persons, and that restrooms, water fountains, and other

14 facilities are accessible for use by mobile nonambulatory

15 persons;

16 (4) shall make driver education available to those

persons who are capable of learning to drive;

18 (5) promote or help establish generic community

19- transportation services that are= usable by disabled per-

20 sons;

21 (6) assist persons in securing transportation that

22 enables them to have access to needed programs and

23 services, including transportation after hours and on

24 weekends;
(
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1 (7) insure that the transportation system is

.2 ceased by a State agency; that a current State inspection

3 report is available; that all drivers are trained and

4 licensed; that adequate insurance coverage, including

5 collision, comprehensive, and liability, is in force; that

6 overloads are not permitted; and that transportation

7 provided is adapted to the special needs of the persons

8 receiving such service; and

9 (8) compile data concerning persons denied or

10 excluded from services because of their iifique mobility

11 needs.

12 Subpart iCommunity Organization

13- PURPOSE

14 SEC. 299L. The service delivery system shall be so or-
.

15 ganized that each person has services available at the time of

16 need; and in close proximity to his or her home. One agency

17 or facility in the service delivery system shall be responsible

18 for implementing a systematic method of collecting data use -

19 ful for planning and coordinating activities, and shall make

20 available to other facilities and agencies current information

21 on the resources available in th9 community for serving men-

22 tally retarded and other developmentally disabled persons.

23 RESOURCE INFORMATION AND DATA DOCUMENTATION

24 SERVICES

25 SEC. 299M. (a) A resource information service shall

26 be established by the agency identified in section 299L to

3
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1 compile and disseminate current, and complete listings of all

2 appropriate resources, referral procedures, and other peril-

3 rent information. A data documentation service shall be

4 established by the same agency to collect and disseminate

5 data that is useful for planning and coordinating activities.

6 (14'Within each community a single agency shall pro-
.

7 vide a centralized resource information and data documenta-

8 "tton service.

9 (c) Each community whose facilities and agencies

10 receive assistance under this Act shall

(1) maintain a resource information service which

12 shall be an easily identifiable point of contact for profes-

13 siotials and agencies seeking assistance, and which shall:

(A) maintain a current directory of local

15 resources;

16 (B) have directories of regional and State

17 agencies and facilities serving the local area;

(0) have standing piocedures for obtaining,

19 cataloging, and updating information concerning

20 resources and services;

21 (D) have written 'policies describing minimum

22 standards for services to which referrals are made;

23 (E).- have regularly tollowups on its referrals

24 r to determine if they were completed, and if they

25 were appropriate to the request for assistance;

-337,
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1 (F) analyze referral requests quarterly to ,de-

termine changing needs and programs, and provide

3. feedback for planning and coordinating purposes;

4 (0) actively disseminate information about

5 activities, so as to facilitate the resources informa-

6 tion and referral activities of other agencies and

7 facilities;

8 (H) work with other agencies and facilities to

9 , improve resource information and referral services;

10 ..(I) make materials available for inservice

11 training and community education; and

12 (J) provide consultation services to support

13 'community organization activities;

14 (2) maintain a data documentation service which

15 shall coordinate its activities with those of other data

16 colledtion agencies, so as to minimize duplication of effort

17 and encourage the use of standardized reporting systems,

18 and which shall:

19 (A) collect data at least yearly from all agen-

00 cies and facilities in the service delivery system;

21 (B) provide consultation*ao local agencies in

22 the design of agency reporting systems;

23 (0) disseminate data for community education

24 and social action programs;

51-713 0-75 -22 3,38
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(I)) regularly categorize the reasons that per-

sons are rejected for service, and report this informs- .

tion to planning and coordinating bodies, as a means

of stimulating program modification and develop-

ment;

(3) work with other agencies in the service delivery

system to develop a continuum of services to meet all the

8 needs of the disabled; and

(4) participate in a regular, at least annual, review

10 of the service delivery system that includes, but is, not

,limited to, an' nalysis of:

(A) the design of system and agency ap-

13 poaches to solving problems;

14 (B) joint efforts among agencies and facilities

15 to resolve problems in providing services;

16 (0) 'the need for integration of pngoing pro-

17 grams within the system;

18 (D) the identification and resolution of con-a

19 flitting policies sill practices;

20 (E) the identification and resolution of tin-

21 necessary dupliCation or uneven distribution of serv-

22 ices;

23 (F) the need for simplification and combine-

24 tion of administrative, operational, and funding

procedures;
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(a) the coordination of data collection and

2' the use of data to study the characteristics and needs

3

4

of the cemmunity; and

(11) the development of standards for person-

5 nel selectioh and performance; and for program

evaluation.

7 COORDINATION

8 SEC. 299N. (a) Coordination means the process of

9 bringing together all necessary resources in the appropriate

10 sequence in order to accomplish a given objective. Coordina-

n tion 'involves initiating, sustaining, and interrelating the

12 various parts of the service delivery system.

13 (b) Each'facility and agenCy receiving assistance'under

14 this Act shall -

15 (1) have a written statement that clearly defines its

16 role and function within the service delivery system;

17 (2) have a directory of all other resources and

18 services within '513 service delivery system;

19 (3) have cooperative agreements with other corn-

20 ponents of the service delivery system; and, --

21 (4) have established and written procedures for co-
,

22 ordination NNItli other components of the service delivery

23 system, including procedures for coordinated planning of

24 services with other agencies, referrals of persons to other

25 agencies, and follow-up referrals.

4 O.
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1 AGENCY ADVOCACY

2. SEC. 2990. (a) Agency advocacy means a social action

3 program in which an agency acts to support and safeguard
. 4

4 the rights and interests of disabled persons:

5 (b) Each facility and.akeney receiving assistance under

6,

7

S.

9

10

11

12

13

14

15

16

17.

18

19

20

21

92

23

24

this Act shall

(1) participate, where. appropriate, with a coalition

of other agencies in developing a coordinated plan for

agency advocacy, rind .Tuck a plan' shall identify cow

.munitywide problems thatsonfront disabled persons and

their families, =Plods for resolving problems within
. ,

the service delivery systtrm, and strategies for resolving

legal or legislative problems that compromise the rights

and privileges of disabled persons;

(2) periodically,; or as he need arises, make its

findings, and recommendations known to the public and

to appropriate governmental bodies; and

(3) encourage and demonstrate the participation of

persons served, their fainilies, and their advocates.

COMMUNITY EDUCATION AND INVOLVEMENT

SEC. 299P. (a) Community education and involvement

means an active program of ready, open, and honest commu-

nieation Fith.the public, aimed at creating community aware-

ness of the needs of mentally retarded and other develop-

,f

.r.
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1 mentally disabled persons, and at stimulating, social action to

2 meet those needs.

3 (b) Each facility and agency receiving assistance under

4 this Ac't shall
, . .

5 (1) conduct an ongoing community education pro-.

6 gram that is designed to create community awareness

7 and acceptance of mentally retarded and other develop-

8 mentally disabled persons, focusing specific attention on

9 , understanding the general and special needs of disabled

10 persons, and on the right of disabled persons to por-

n tieipate in the mainstream of community life;

12 - (2) establish a fixed point for collecting. and

13 disseminating information and have procedures for dis-

1;tt seminating such information during a crisis;

15 (3) participate in making the community aware,of

36 the causes of mental retardation and other developmental

17 disabilities;

18 (4) educate the general public concerning coin-

, 19 munity programs that are available and needs that

20 remain unmet; A

21 (5) educate the community by epploying a variety

22 of techniques such as brochures ,on services currently

23 provided, fact sheets decribiag program components,-

24 newsletters, isual materials, a. speaker's bureau,

25 program presentations, meetings, and seminars, school

$42 .
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1 and college class presentations, a total media publicity

2 program, including press releases, staff interviews, and

3 consumer interviews, and a library and bibliography of

4 hooks and publications for staff, families, and the general

5 public;

6 (6) identify, and conduct informational sessions for,

7 special 'audiences, such as public officials;

8 (7) conduct educational sessions for public and

9 private officials on the advantages of normalized living

10 arrangements for disabled persons, to prOinote the adop-

tion of zoning ordinances that promote normalization,

12 and licensing standards that promote normalization; and

13 (8) promote community involvement by methods

14 that include, but are not limited to:

15 (A) using volunteers in the community cduca-

16 r -tion program;

17 (B) involving citizens in writing and contacting

18 their legislators in support of needed legislation;

19 (C) sponring special events that appeal to

20 broad, community interests in support of program

21 -needs;

22 (D) \\conducting activities that express and

23 recognize citizen support, of program needs;

24 (E) recognizing community leaders, for their'

25 participation in and support of new program devel:

26 opments;

343
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1 IF) encouraging fraternal, civic, and social

organizations to support programs for mentally

3 retarded and-other developmentally -disabled per-

4 sons; and.

5 (0) encouraging organizations to invite men;

6 tally retarded" and other developmentally disabled

7 perions to become members, and to participate in

S activities with their peers.

9 PREVENTION

10 SEC. 299Q. (a) Prevention means the process of

11 arranging forces in the society so as to mitigate or eliminate

12 those factors which contribute to mental retardation or other

13 developmental-disabilities.

14 (b) Each agency or facility receiving assistance under

15 this Act shall -

16 (1) maintain current information concerning pre-

17 ventive services available in the community, including

18 information necessary to make referrals;

19 (2) insure that preventive services are readily

20 accessible to any family, regardless of the family's ability

91 to 'my for such services;

22 (3) make provisi ns for providing or ,procuring

23 preventive services for a 1 conditions, known to entail risk

24 of mental retardation or ther developmental disability;

25 (4) have provisions Yor ongoing Child health pro-
,.
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1 grams, including immunization, screening, regular as-

`). sessment of physical and mental health, and periodic

3 assessment of development;

'4 (5) insure that highly specialized preventive serv-

5 ices, such as genetic screening and counseling, are

6 able, at least on a regional basis; and

7 (0) insure that services are offered to those who are

8 not aware of their problems, or who are unaccustomed

9 to asking for help;

10 (7) include current information concerning pre-

11 vention in orientation and inservice training programs.

12 for 'staff;

13 (8) participate, where appropriate, with a coalition

14 of other agencies in implementing communitywide pre-

15 ventive activities;

16 (9) provide opportunities for young people and

17 parents to learn about child developinent and child rear-

18 ing, designed to enable participants to understand

19 children by appreciating the various stages of child

20 development, and develop ability and confidence in child

21 rearing;

22 (10) undertake preventive activities in environ-

23 mental areas including: amelioration of conditions that

hdversely affect health, amelioration of social and racial

25 discrimination, reduction of cultural conflicts, and work-

3 4
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1 ing to make community resources accessible to those who

2 need them;

3 (11) 'undertake bioinedical preventive activities in-

4 eluding: immunization programs that comply with stand-
,

5 arils established by the Secretary, voluntary detection

6 or screening programs for infections, voluntary detec-

7 tion or screening programs for endocrine and meta-

8 ' bolic disorders, comprehensive health care programs

9 for all women of childbearing age, family planning

10 services, comprehenSive prenatal care programs (includ-

11 ing nutrition education and services, detection of ab-

12 normalities of the placenta and of blood group incom-

13 patibilities, and precautions to reduce complications due

14 to radiation, medication, and drug abuse), and compre-

15 hensive natal and neonatal care programs to reduce risks

16 due to mechanical, infectious, endocrine, metabolic;

17 neurologic, and nutritional factors, and to toxic drugs;

18 and

19 (12) undertake special preventive services includ-

20 ing genetic screening and counseling and accident pre-

21 vention and safety programs.

22 MANPOWER DEVELOPMENT .

23 Ste. 29911. (a) Manpower development means the co-
/

24 operative process through which the agencies in a community

25 strive to assure the availability of an adequate present and

34_6
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future supply of qualified personnel to work in programs

2 .providing services to mentally retarded and other develop-

3 mentally disabled persons.

4 (b) Each facility and agency receiving assistance under

5 this Act shall cooperate with other agencies to assure the

6 availability of an adequate present and future supply of

7 qualified personnel through activities such as:.

8 (1) . establishing working relationships between

.9 agencies and nearby colleges and universities to,

10 ( make credit courses, seminars, and work-

11 shops available to agency staff, in accordance with

12 their needs, and as related to their occupations,

13 (B) make agency resources available for

14 training and research, while maintaining the pri-
,

15 mary goal of serving mentally retarded or other de-

16 velopmehtally disabled gorsons,

17 .(0) permit exchange of staff between agencies

18 and colleges or universities for teaching, research,

19 and consultation,

20 (D) allow students to visit and observe agency

21 programs, and

22 (E) allow students to participate in field place-

23 ments that are supervised by agency staff;

24 (2) establishing working relationships with other

25 nearby manpower, training centers to,

347
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1 (A) provide follow-up and feedback regarding

2 the effectiveness of training programs,

3 L (B) identify new manpower training needs,

4 and

5 (0). evaluate manpower training- programs

6 yearly; and

7 (3) participating in training programs conducted

8 by university affiliated facilities, where available.

9 VOLUNTEER SERVICES

10 SEC. 2995. (a) Volunteer services means an organized

11 and carefully supervised activity in which the varied skills

12 of unpaid personnel are utilized to support and supplement

13 the efforts of paid.agency staff.

14 '(b) Each agency or facility receiving assistance under

15 this Act shall-

16 (1) use volunteers to support' and supplement the

17 activities of its paid staff;

18 (2) follow established written policies concerning

19 recruitment, selection, training, assignment, supervision,

20 evaluation, recognition, and separation of volunteers;

21 (3) insure that volunteer participation is open

22 to all persons regardless of sex, race, creed, age, or

23 national origin;

24 (4) insure that volunteer participation complies

25 with all appropriate State and Federal laws, including

26 those relating to labor and insurance;

34$
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1 (5) insure that volunteer services are available to

2 all persons-served, regardless of age, ability, or handi-

3 -cap;

4 (6) designate a staff member to be responsible for

5- conducting the volunteer services program who shall

6 have education or experience in the administration of

volunteer services, devote sufficient time to the adminis-,

8 tration_of the program, in accordance with its size, and

9 have the same relationship to volunteers as a personnel

10 officer has to paid employees;

11 (7) maintain accurate records concerning volun-

12 teen services, including, but not limited to the types,

13 hours, and results of volunteer services provided, indi-

viduals and organizations providing services; matbrials

15 and money received, and operational expenditures; and

16 (8) provide a volunteer services advisory commit-

17 tee, composed of representatives from the agency, the

18 consumer population and the community, plans, reviews,

19 and recommends improvements in the volunteer program.

20 Subpart 4Program Evaluation

21 PROGRAM EVALUATION

22 SEC. 229T. (a) Program evaluation means a process

23 in which program outcomes are measured against the pre-

24 yiously stated goals and objectives of the agency.

319
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1 (b) Each agency or facility receiving assistance under

2 this Act

3 (1) have a written statement of its goals and objec-

4 lives, insuring that such objectives are related to the

5 objectives of the service delivery system of which the

6 agency is a part, and to the identified needs of the

7 populatign served by such service. delivery system, find

8 that such objectives define the population to be served,

9 the services to be provided, and the modalities to be

10 utilized in providing these services;

(2) periodically, and at least annually, evaluate

12 its performance against its stated goals and objectives,

13!
14 ob. ctives, the 'relation of the agency's objectives to the

15 ob. Ttives specified in the individual program plans,

16' ag ncy program standards, program methodologies, staff

performance, stalling requirements;

18 (3) provide for staff, persons served and family in-

19 volved in the evaluation process;

20 (4) measure the effectiveness of its programs and

21 services in terms of the progress of persons served toward

22 the objectives specified in their individual program plans;

23 (5) have procedures for continuous monitoring of

24 the person's progress toward the objectives stated in his

25 individual program plan;

including in such evaluation assessment of the agency's

3 5
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1 (6) provide in its evaluation ,process mechanisms

2 for the consequent review and modification of objectives,

3 policies, and practices;

4 (7) insure where cooperative efforts among agencies

5 are designed to achieve a common goal, provide that

services are evaluated cooperatively and in relation to

7 'one another;

8 (8) have evidence of its cooperative efforts with

9 Other agencies to develop a continuum of services to meet

10 all of the needs of mentally retarded and other develop-

11 mentally disabled persons; and

12 (9) insure that the number of persons. served by

13 agencies in the service delivery system is consistent with

14 the needs for service, as.determined by a survey of com-

15 Inanity needs;

16 (10) insure that appropriate alternativcs and op-

17 Lions exist within the system to meet the varied needs of

18 mentally retarded and other developmentally disabled.

19 persons; and

20 (11) provide its funding sources with qualitative

21 evidence of accomplishments and shortcomings in relation

22 to its stated goals and objectives, documenting its efforts

23 to facilitate maximum 'coordination among its funding

24 sources with respect to licensing requirements, required

4 351
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1 reports, accountability requirements, and delays between

2 approval and receipts of funds.

3 Subpart 5Research and Research Utilization

4 RESEARCH AND UTILIZATION

5 Sm. 229V. (a) Research means al systematic and de-
.

tailed attempt to discover or,cortfirm facts relating to the

7 problems associated with mental retardation and. other de-

8 velOpineqtal disabilities. Research utilization shall include the

9 dissemination of research findings and the use of such find-

10 ins to, improve services to and for mentally retarded and

11. other -ilevelopmentally di;abled persons,

12 (b) Each agency and 'facility receiving assistance under

13 this Act gall-

14 i1) indicate in its statement of purposes whether

15 or not. the-agency will engage in research activities;

(2) provide a written policy concerning the pur-

17 pose and conduct of all research involving the agency's

18 staff, persons served, or services;

.19 (3) consult 'agency staff members regarding the

20 development of research efforts in their areas of corn-

21 petence and interest, and make available to staff mein-
,

22 hers who have identified researchable problems, and who

23 are equipped by interest and training to conduct applied

24 or basic research opportunities, resources, and 'other
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1 necessary research assistance alla. insure that an agency

2 staff member is assigned to provide "laison with each

3 research project conducted by outside investigators.

4 (4) establish an -interdisciplinary research corn-

5 mittee that includes both agency staff members and.

6 qualified persons who are not members 131 the agency's

7 . staff who shall be qualified by training and experience

8 to conduct initial and continuing reviews of research

9 projects; and such committee shall review all proposed

10 studies to insure adequacy of research design, implo-

11 mentation of ethical standards in the design, and corn-

12 pliance with the regulations published by the Depart-

13 went of Health, Educaiion, and Welfare, maintaining a

14 continuing review of all research activity;

15, (5) establish a human rights committee to assure

16 that the rights and welfare of research subjects are pro-

17 tected, and such tommittee shall include disabled persons

18 or their representatives, and relevantly.' qualified pro-

19 fessionals who are not involved in the research project

20 under review; and the committee shall insure that in-

21 formed consent is obtained by adequate and appropriate

22 methods, that methods for obtaining informed consent are

23 reviewed at least annually, and that disabled perions

2 are not used as n captive source of research subjects

25 for purposes unrelated to their specific welfare, unless

3.53._.
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1 , they or their families have agreed to the research, and

2', the research is in no way detrimental to their welfarg;

3 (6) provide procedures for obtaining informed

4 consent that include:

(A) a fair explanation of the procedures to

6 be followed, including an identification of those that

7 are experimental;

8 .'(B) -a description of the attendant discomforts

9 and risks;

10 (0) a description of the benefits to be ex-

11 petted;

12 (D) a disclosure of appropriate alternative

13 proCedures that would be advantageous for the sub-

14 jest;

15 (E) an , offer to answer any inquiries con-

16 cerning the procedures; and

17 (F) an instruction that the subject is free to

18' withdraw his or 'her consent and to discontinue

19 participation in the project or activity at any time;

20 (7) insure that the written or oral agreenrent .
21 tered into by the subject inclu/des no exculpatory Ian-

22 guage through which the subject is made to waive, or

23 appear to waive, any of his or her legal rights, or is

24 release the agency or its agents from liability for
,
neg-,

25 ligence;

51.713 0 -75 -23 35.4
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' 1 , (8) insure that the individual conducting research

2 involving human subjects is affiliated with or-sponsored

by an,agency that can and does share responsibility for

4 the protection of the subjects involved;

5 (0), provide appropriate guidelines to deal with

6 any emergency that may develop, even in the course of

7 seemingly routine research activities;

(10) insure that investigators and others directly

9 involved in- research adhere to the ethical standards of
f

10 their professions concerning the conduct of research and

obtain infolmed consent from each subject, or have

12 access to the record of infOrmed consent;

13 (11) insure that the principal investigator of each

14 completed research project is responsible for commit-

15 nickting to the staff of the agene3the purpose, nature, 4;

16 ,outcome, and possible practic4 or theoretical implica-

17 tions of the'research and that outside researchers have

18 the same obligations relative to staff information and

19 feedback as do agency staff members;

20 (12) insure that copies' of reports resulting from

21 research projects shall be maintained in, the agency

22 and that the agency assists in disseminating the results

23 of its research to other tinits of the service delivery

121 system, 'assuring that\AVhen research, findings' nix) Made

yr
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public, the anonymity of individual persons and parents

2 ismaintained;

3 (13) have a mechanism to review research findings

4 external to the agency, and to implement those findings

5 that will improve the quality of services being provided;

6 and

7 (14) cooperate with programs- of research and

8 research training that are, conducted by colleges, uni-

9 versities, and research agencies, or by other qualified

10 investigators.
, 4

Subpart 6Records:

12 RECORDS

13 SEC. 299W. (a) The person's record is a compilation

14 of data that provides the basis for planning and evaluating

15 his or her individual program plan; that provides a means

16 of communication among all staff members who are involved

17 in implementing that plan; that furnishes evidence of the

18 person's p ogress; thal serves as a basis for review and

19 evaluation of the agency's programs; that ass:sts in protecting

20 ,the legal rights 9f the person, the staff, and thehgehcy; and

21 that provides data for use in research and education.

22 (b) The establishment and maintenance of .a funetional

23 records 'system shall be an essential activity of each comrint-

nity service program. Records shall document the services

.3543
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i provided the person, and any action taken in his or her

2 behalf, contacts with persons who were rejected for service,

3 or who were referred to other agencies, shill be available to

4 parents and persons served upon demand, and shall record

5 only objective data and observable behaviors.

6 (c) Each facility and agency receiving assistance under

7 this Act shall -

8 (1) insure that a record is maintained for each

9 person that is adequate for:

10 (A) developing and continuously evaluating

it the individual program plan;

12 (B) providing a means of communication

13 ( among all persons contributing to the individual

14 program plan;

15 (C) recording progress in achieving the ob.=

16 jectives specified in the individual program plan;

17 (D) serving as a basis for review, study, and

18 evaluation of the programs provided by the agency

19, for its patients;

20 (E) protesting the legal rights of the person,

21 agency, and.staff; and
4

22 (F) providing data for use in research and

23 education;

24 (2) insure that all information pertinent to the

25 above stated pm-poses is incorporked in the person's

357
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1 record in sufficient depih'and clarity to enable those per-

2 sons involved in impleMenting the individual program

3 to provide effective, continuing services, and insure that

4 all entries in the record are legible, dated, authenticated

5 by the signature.and identtfication of the person making

6 the entry, to the extent possible, written in nen-technical

7 terms, and include symbols and abbreviations only i

S they are in a list approve d hy the agency's chief execu

9 tive officer, and if a, legend understood. by the staff
is

JO provided to explain them;

11 (3) assist the family in establishing and mainhiin-
:

12 ing a record to document its role in implementing the

13 individual ,program plan; /

(4) insure that the person's record- shall be !itv.til-

, able to the family and that person upon' demand;

(5) insure that the following information S lane

obtained and entered inl the r,erson's record at t le time

of entry to the program:1

14

15

16

17

18

19

26

21

22

23

24

(A) name, date of initial conduct, date o birth,

citizenship status, Marital status, and social s curity

number;

(B) sex, race, height, weight, color Of air,

color of eyes, identifying marks, and recent pho

graph;
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1 (0) name nd address of parents, legal guard-

2 ian, advocate, or next of kin;

3 (D) reason for entry, referral, or rejection;

(E) legal competency status;

5 (F) language spoken or understood;

(0) sources of support, including social seen-

7 rity, veterans' benefits, andinsurance;

8 (H) information relevant to religious affiliation;

9 (I) reports of ,previous histories, evaluations, or

10 observatiOns;

11 (J) age at onset of disability;

12 (K) name and address of family ilysician or

13 health facility-providing medical care; and

14 (L) medication history;

15 (6) insure that within the period, of three months

16 after initial contact, there shall be entered in the person's

17 record:

18 (A) a report of the review and updating of

19 the entry information;

20 (B) a statement of short-term goals t at can

21 be used for programing and placement;

22 (C) a comprehensive assessment and individ-

23 ual program plan,Alesigned by an interdisciplinary

24 team; and

25 (D) when possible, a diagnosis based on the

359-
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1 American Association on Mental Deficiency

(AAMD) Manual on Terminology and Classifica-

3 tion in Mental Retardation; the Diagnostic and

4 Statistical Manual of Mental Disorders, second edi-

5 tion (DSMII), published by the American Psy-

6 chiatric Association; or another accepted standard

7 nomenclature;

8 (7) insure that record entries during the period of

9 service shall include:

10 (A) reports of regular and specific reviews

11 and evaluations of the individual program. plan;

12 (13) observations of response to the individual

13 program plan, recorded with sufficient frequency to

14 enable evaluation of its efficiency;

15 (0) records of significant behavior incidents;

10 (D) records of agency contacts with the per -

17 son's family or guardian;

18 (E) records of serviced provided, and attend-

19 ante;

20 (F) periodic pdating of the information re-

21 corded at the time of initial contact;

22 (G) appropriate authori:/ttions and consents;

23 and

24 (II) medication response profile;

36)'
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1 (8) insure that a discharge summary shall be en-

2 tered in the record within seven days after the time of

3 termination of agency services, which shall include-

4 (A) ,a brief recapitulation of findings, events,

.5 .6iid progress during the period of service;

(B) specific recommendations and arrange-

7 monis for future programing and follow along sere-

8 ices; and

9 (C) the agency's evaluation of the appropri-

10 ateness of the reason for terminating agency serv-

11 ices, when termination is contrary to the agency's

12 recommendation;

13 (9) insure that all information contained in the

14 person's record, ine-luding information contained in an

15 automated data bank, shall be privileged and con-

16 fidential, including assurances that

(A) the agency shall be responsible for safe-.

18 keeping of any record, and for securing it against

19 loss or use by unauthorized persons;

20 (B) the record may be removed from the

21 agency's jurisdiction and safekeeping only in ac-

22 cordance with court order, subpena, or statute;

23 (0) there shall be written policies governing

24 access to, duplication of, and dissemination of in-
:,

i25 formation in the record;

361
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(D) information in the record may be released

2 only after the requesting individual' or agency

3 clearly documents the need to know; and

(E) written account of the person or his or

5 her family shall be required for the release of infor-

6 mation to persons not otherwise authorized to re-

7 ceive it;

8 (10) maintain an organized record system for the

9 collection and dissemination of information regarding

10 persons served, which is compatible with an existing

11 community or State system; contains all information

12 pertaining to the person; where particular professional

13 services require the maintenance of separate records, in-

11 chides a summary of the information entered in the per-

15 soil's unit record; are readily accessible to authorized

11; personnel; arc periodically reiewed to assure that they

17 are current and complete, and that they meet agency,

18 community, or State standards; include a master index

19 of all persons seen by the agency, and are retained for

20 a reasonable period of time as specified by the agency;

21 (11) insure that statistical information includes at

22 least the following:

23 (A) number of persons served by age group,'

21 sex, race, and place of residence;

9,5 (B) number of persons served by level of re-
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1 tardation, according to regulations prescribed uy the

2 Secretary;

3 (0) number otpersons served by level of adap-
.

4 tivc behavior, according to regulations prescribed by

5 the Secretary;

ti (D) nmnber of persons with physical dis-

7 abilities;

8 (E) number of persons served who are ambu-
/

9 latory, mobile nonanibulatory, and nonmobile;

10 (F) number of persons with sensory defects;

11 (0) number of persons with communication

12 handicap's;

13 (11) number of persons with convulsive disr

14 orders;

15 (I) number of persons with emotional antbe.;

16 havioral 'problems;

17 (J) number of persons served by etiological

18 diagnosis, according to regulations prescribed by the

19' Secretary;

/20 (K) number of persons with multiple disabili-

21 ties, inclusive of numbers listed separately in preced-

22 ing categories;

23 (Ti) movement of persons into, out of, and

24 within the agency; and

25 (31) lehgth of service; and

r.
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1 (12) insure that data is reported -to appropriate

2 community, State, and Fdderal agencies as required.

3 Subpart 7Administration

4 PHILOSOPHY, POLICIES, AND PRACTICES

5 SEC. 299X. (a) Administration means that segin nt of

6 an agency that determines its mission and purpose, a d that

7 is responsible for planning, organizing, directing, ontio1-

8 ling, and coordinating the activities of the organiza on.

9 (b) Each agency or facility receiving assistance under

10 this Act shall-

11 (1) have a written statement of philosophy that

12 stipulates its mission, purpose, and role in the service

13 delivery system:

14 (A) Copies of this statement shall be distrib-

15 uted to agency staff and shall be available to persons

16 served, consumer representatii.'es, and the interested

17 public;

18 (2) insure that the ultimate aim of the agency is

19 to foster those behaviors that maximize the human quart-

20 ties of the disabledtperson, increase the,complexity of

21 behavior, and enhance ability to cope with the environ-

22 ment:

23 (A) the agency shall accept and implement

the principle of normalization, defined as the use of

)v means that are as :ulturally normative as possible

36
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1 to elicit and maintain behavior that is as culturally

2 normative as possible, taking into accounOlocal,and

3 subcultural differences; and

4 (B) the agency's philosophy and goals shall

5 require the use of the least restrictive alternatives

4 6 that are consistent with the developmental needs

7 and objectives of' its clients;

S (3) facilitate integration by seeking to make

9 generic services accessible to the consumer population

lU when appropriate to its needs;

11 (4) insure that the agency and its service delivery

12 unit shall be located within, and shall be conveniently

13 accessible to, the population served;

14 (5) regulate its service's and resources to those

13 of all other agencies in its community;

16 (6) have a written statement of policies and proce-

17 dims concerning the rights of the consumer population

18 that:

19 (A) assures the civil rights of all persons; and

20 (B) defines the means of making legal counsel

21 available to persons, for the protectio'n of their

22 rights;

23 (7) have a written statement of policies and proce-

24 dives that protect the financial interests of its cominner

population and that provide for:

367E 5
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1 (A) determining the financial benefits for

2 which consumer population are eligible; and

3 (B) assuring that consumer population.receive

4 the funds-for incidentals and !ur special needs (such

5 as specialized equipment) that are due them under

6 public mi. private support programs;

7 (8) have evidence that the views and opinions of
(

8 the person on matters concerning him or her are elicited

9 and given consideration in defining the processes and

10 structures that affect the person, "'unless the person is

11 clearly unable to communicatA in any way:

12 (A) The agency shall have written procedures

13 for the appeal of agency decisions by a person or his

14 or her family.; and

15 (B) The agency shall have written procedures

16 for notifying a person's family in the event of an

17 emergency;

18 (9) have a waiting list policy and procedure that

19 specifies the interim services to be provided persons who

20 have not been admitted to programs. The agency shall

21 provide assisted referral services to any person upon

22 request.

(10) requVe that services provided its consumes

24 population by other agencies meet the standards for

25 quality of services as stated in this title, and all contracts

3G6
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1, for the provision of such services stipulate that these

2 standards shall be met.

3 (11) insure that residential services provided by

4 the agency comply with the standards of title II of this-
'

5 Act.

6 (12) have documentary evidence of its- source of

7, operating authority:

8 (A) A public agency shall have documents

9 that describe the administrative framework of the

governinental department in which it operates;

11 (B) A private agency shall have documents

12 that include its charter, its constitution and bylaws,

13 and, where required, its state license.

14 (13) insure that the governing body of the agency

15 shall exercise general direction and shall establish policies

16 concerning the operation of the agency and the welfare

17 of the clients served:

is (ti.") if the governing body is a board:

19 (i) its members shall visit.all program corn-

20 ponents of the agency during operating hours;

21 and

(ii) the agency shall provide orientation

'23 and training for new members.

(14) insure that the governing body shall establish

a job description for the position of chief executive officer,

367
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i including appropriate qualifieutions of cdueltion, experi-

2 - \ ence, personal factors and skills.
t.

3 , (15) insure that -the governing body employs" t-i
,

4 chief executive officer so qualified, and delegates to him

5 or her authority and responsibility for the" management i

6 If the affairs of the agency in accordance with established 1

7 N ri tten policy;Procedures shall provide for the designa-

8 ti p of an individual to be in charge of the agency when

9 the\ chief executive officer is not available. '"'

10 (16) provide for meaningful and extensive eon-.

11 sumeI and public participation in the development of

12 agency policies, through the following means:

13

44

15

16

17

18

19

(A) If the agency has a governing board, its

Inc, ,hers include consumers or their representatives,

interested citizens, and relevantly qualified profes-

sionals presumed to be free of conflicts of interest;

(13) If the agency does, not have a governing

board, its governing body actively seeks advice from

an advilory board composed as described above;

20 and

21.
(0) The agency shall provide for periodic peer

22 review, or\ consumer advisory committee assessment,

23 of agency practices and services, including services

24 provided by other agencies that support those pro-

25 vided by the agency itself.

)k
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1 (17) he. administered and operated in accordance

2 with sound management principles, The type of admin-
.,

3 istrative organization of the agency shall be appropriate

4 to the program needs of its consumers. The agency shall

5 have a current table of organization that shows the gov-

6 ernance and administrative pattern of the agency. The

7 organization shall provide effective channels of com-
.

8 munication inall directions.

(18) have a policies and procedures manual that

10 describes the current methods, formsarocesses, and se-

11 quences of events that are utilized Co achieve its objec-

12 tives and goals. These policies and ,procedures shall be:

13 (A) consistent with the needs of the agency's

14 consumers;

15 (B) consistent with the agency's philosophy

16 arid objectives;
A
.17 (0) consistent with currently accepted theories,

18 prihciples, and goals;

19 (D) consistent with the resources available;

20 and

21 ,(B) applicable to all services provided.

22 (19)s have copies of the laws, rules, and regulations

23 that are relevant to its functions.

24 pee have implemented a plan for a continuing

25 management audit to iinsure that:

3 ;3-9-
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'13

14

15

1G

17

18

19

20
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(A) effective iinplem. entation of its stated,poli-

cies and procedures; anti

(B) cehlyliance of its policies and procedures

with 13ws and regulations.

' . (21), have a written plan for 'lurching the quality

of staff and services that reflects the staff's programmatic

responsibilities in establishing and maintaining standards

for services to clients:

(Ai Each program component of the_ agency

shall be licensed by the appropriate State-agency;

and

(B) The services of consultants not directly

,associated with the-agency shall be availalge to the

staff of each program.

(22) provide for effective staff and eontumer par-

ticipation and communication in the following ways:

(A,) Staff meetings shall be field regularly;

(B) Standing committees appropriate to the

agency shall meet regularly;

(C) Committees shall include cliont p'articipa-

21 tion whenever appropriate;

22 (D) Minutes and reports of staff meetings and

23 of standing,and ad hoc committee meetings, includ-

24 ing records of recommendations and their implemen-

' 25 tation, shall be kept and filed;

51-713 0 - 75 - 24 370
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(E) Summaries of the minutes and rgports of

staff and committee meeting shall be distributed to

participants and to appropriate ,tats members; and

(F) Summaries of the minutes a4.1 reports of

governing board meetings shall be distributbd,to staff

and to consumer representatives.

(23) have a sufficient number of appropriately

qualified and adequately trained personnel to conduct

(24) -provide- space, equipment, and an environ-

in this title.

(24) provide space, equipment, and an environ-

ment that is appropriate and adequate for conduct-

' ing its program in accordance with the standards

spot:AA in this title.

(25) insure that funds are budgeted and spent,in

accordance with the principles and procedures of pro-
.

gram budgeting:

(A) The fixed and incremental costs for

adequate programing for the person shall be

recorded;

(B) The budget requests submitted by the'

agency shall reflect its program needs, as developed

by its staff;

(C) The budget requests submitted by the

agency shall be doeurnented and interpreted;

3
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(D) Budget performance reports shall be

prepared at appropriate\intervals and shall be sub-

mitted to those staff and 'governing board members

who participate in budget and management relpon-

5 sibilities: and

6 (E) There are provisions for rebudgeting of

7 funds in- acpordance with changing program needs;

8 (26) insure that-individuals acting, on the agency's

9 budget rcqnests (such as board members, State budget-

10 officials, and members of appropriations committees)

11 shall have firsthand knowledge of its operation and

12 needs, obtained by regular visitation and observation of

13 its programs;

14 1: (27) insure that a full audit of the agency's fiscal

15 activities is performed annually by a q alified accountant

16 independent of the agency;

17
1

(28) insure that fiscal reports are prepared, an-

18 nurilly and communicated to the agency's public;

19 (29) insure that there are written purchases

20 policies regarding authority and approvals for supplies,

services, and equipment;

t(30) have insurance that includes, but not limited

?to, insurance against public and professional liability,

24 fire, theft, and disaster;

3/2
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1 (31) provide that cha:ges for services shall have

2 a written schedule of rates and charge policies that is

available to all concerned;

4 (32) insure that fundraising activities comply, with

5 local and State laws and,with applicable ethical practices;

6 (33) insure that adequate services for personnel

7 administration shall be provided by means appropriate

8 to the size and function of the agency;

9 (34) provide a stateinent of its personnel policies

10 and practices; which insures:

11 (A) the hiring, assignment, and promotion of

12 employees shall be based on their qualifications and

13 abilities, without regard to sex, color, creed, age,

14 irrelevant disability, marital status, ,ethnic or na-

15 tional origin, or membership in an organization;

16 (B) there shall be written jcb descriptions for

17 all positions;

18 (0) personnel shall be licensed, certified, or

19 registered as required by the State in which the

20 agency is located;

21 (D) paraprofessiooal personnel shall be super -

22 vised by qualified and licensed, certified, or regis-

23 tered supervisory personnel;

21

23

(E) each professional staff member shall be

f ,;;;ar with and shall adhere to the code of ctIdea
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1 and standards of practice promulgated by his or her

professional organization;

3 (F) all personnel shall be medically deter-

4 ,inined to be free of communicablelind infectious dis-

5 eases at the time of employment and annnally there-

6 after. All personnel shall undergo a medical ex-

7 amination at the time of employment and annually

thereafter;

9 (0) all employees sh'all be appointed for a

10 limited probationary period in order to determine

if they arc capable of fulfilling the specific require-
,

12, ments of their jobs;

13 (II) each employee shall be evaluated at least

14 annually after the initial trial period. The talua-,
15 tion stall be:

16 (i) reviewed with the employee; and

17 (ii) recorded in the employee's personnel

18 record;

.10 (I) there shall be an, authorized proe glure,

20 consistent with due process,for suspension or dis-

21 inissa1 of an employee for cause;

22 (j) methods of improving the welfare and
r 93

2,1

security of employees shall include:

(i) a merit system or its oluivalat;
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(ii) a salary schedule covering all posi-

tions;

(iii) effective grievance procedures;

(iv) provisions for vacations, holidays,

and sick leave;

6 (v) provisions for health insurance and

7 retirement;

8 (vi) permitting employee organizations;

9 (vii) opportunities for continuing eduea-

10 experiences, including educational leave;

11 and

12. (viii) provisions forJecognizing outstand-

13 ing contributions to the agency;

14 (K) a statement of the agency's personnel

15 policies and practices shall be provided to all its

.
16 employees;

17 (35) develop with each consultant, professional,

18 and paraprofessional staff member a performance de-

19 scription of his or her assigned duties. Each perform-
,

20 ance description shall include, but not be limited to:

21 (A) the staff member's accountability for ac-

22 Complishing mutually determined objectives;

23 (B) the staff member's role in implementing

24 individual program plans;

37x.
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1 (0) the development of outcome measures to

2 evaluate the staff member's performance;

3 (I)) specified performance evaluation tech-

niques; and

5 (E) a signed pirforynance description agree-

ment between the agency and the staff member;

(36) provide a written statement of the agency's

8 policies and procedures for handling cases of neglect or

9 abuse of its clients. Alleged violations shall be reported

10 immediately:

11 (A) all alleged violations shall be thoroughly s,

12 investigated, using specified investigation proceduresi

13 (B).. at least preliminary results of such investi-

14 gations shall be reported to the, chief executive offi-

15 car, or his or her designated representative, within

16 twenty -four hours of the report of the incident;

17 (C) the results 'of the investigation shall be

13 recorded in the employee's personnel record; and

19 (D) sanctions shall be invoked when an allega-

20 tion is sustained.;

21 (37) staff shall be sufficient so that the agency is not

22 dependent upon the use of the consumer population or

23 volunteers for productive services. There shall be a writ-
..

24 ten policy for protecting persons from exploitation when;

a
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1 they are engaged in training and productive work. Per-

2 sons who function at the level of-staff in occupational or

training activities shall have the same privileges as staff,

4 and be paid at the same legally required wage level when

5 employed in other than training situations;

G. (30 insure that a staff development program is

7 provided that includes:

(A) orientation for all new employees to ac-,

9 quaint them with the philosophy, organization, pro-

10 gram, practices, and goals of the agency;

11 (B) induction training for each new employee,

12 so that his or hegskills in working with the consurner

13 population are increased;

14 (0) inservice training for employees who have

15 not achieved the desired level of competence, and op-

16 portunitics for continuous inservice training to up-

17 date and improve the skills and competencies of all

18

19 (D).supervisory and management training for

20 all employees in, or candidates for, supervisory

21

22

2:3 increase in personal effectiveness, as well as lateral

and upward movement;

employees;

positions;

(E) training programs designed to facilitate an

.37 7'
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(T) emphasis on interdisciplinary training

pro'graMs;;',

1. 3 (0) studiei to assess the training-needs of the

4 staff; and

(H) participation of appropriate staff in staff

development programs; and

7 (39) insure, that provision is made for all staff

8. members to improve their competencies by:

9 (A) attending staff meetings;

10 (B) attending seminars, conferences, work-

1 shops, and institutes;

12 (C) attending college and university courses;

13 (D) visiting other agencies and facilities;

14 (E) participating in professional organizations;

15 (F) conducting research;

7G (0) publishing studies; and

17 (II) having access to a professional library.

18' (40) If the agency provides food services,, provide

19 a written statement of goods, policies, and procedures

20 that:

21 (A) shall govern all food services and nutrition

22 activities;

23 (B) shall be in compliance with State and local

24 regulations;
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(C) shall provide for a planned, nutritionally

adequate did;

(D) shall contain provisions for feeding per-

sons who have special needs, and for the develop-

. ment of self-feeding skills, including attention to such

matters as the texture of food and needs for special

7 diets,. ,feeding. techniques, and equipment;

8 (E) shall be prepared by, or with the assist-

9 aucC01771., futrighist or dietitian;

10 (F) shall be reviewed regularly by the nutri-

11 tionist)or dietition; and

12 shall be distributed to agency personnel;

( 13 (41) Persons with special eating disabilities are
4

)

' provided with an interdisciplinary approach to the diag-

15 nosis and remediatiun of their .problems, consistent with

16 their developmental needs;

17 (42) Provide when food services are not directed

18 by a nutritionist or dietitian, that regular consultation

19 with -a nutritionist or dietitian shall be documented; and

20 (43) Provide that copies of the daily menu shall

21 be posted; and kept on file for at least thirty (Lays;

22 (44) Insure that the requirements of the Secretary,

23 with regard to fire safety, shall be met, with specific ref-

24 erenco to the following:
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(A) provision of adequate and alternate exits

and exit doors;

(B) provision of exit markings at each, exit;

10) provision of exit ramps, with nonski sur

face and slope not exceeding one foot in twelve;

8

9

10

11

12

13

14

15

16

17

18

19 with the sanitation, health, and environmental safety

20 codes of the StA:) or local authority having primary

21 jurisdiction over the agency:

22 (A) Written reports of inspections by State or

23 local.health authorities shall be kept on file; and

24

(D) provision of handrails on stairways;

(E) there shall be records that document corn-
:.

pliance with the regulations of the State or local

fire safety authority that has primary jurisdiction

over the agency;

(F) aisles and exits shall be free from all oh-

cumbrances, and floors shall be uncluttered:

(G) Flammable materials shall be properly

stored and safeguarded; and

(H) There shall be records of periodic fire

safety inspections and reports;

(45) insure that records that document compliance

(B) Handwashing facilities shall be available

380,
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1 in, or immediately adjacent to, all restrooms, kiteli-

2 ens, and treatment rooms;

3 (46) have evidence that it is aware of the pro-

4 visions of the Occupational Safety and Health Act of

5 1970;

6 (47) insure that insurance company written in-

spection reports and records are kept on file;
9

8 (48) have a written staff organization plan and

9 written procedures, that are communicated to the staff

10 and reviewed by the staff annually, for meeting all poten-

11 tial emergencies and disasters, such as fire, severe

12 weather, and missing persons:-

13 (A) the plan and procedures shall be -posted

14 at suitable' locations throughout the agency;

15 (49) insure that evacuation drills are held at least

16 quarterly for each shift of agency personnel, and under
a

17 varied conditions and the results of each drill shall be

18 recorded;

19 (50) insure that all buildings and outdoor recrea-

tion facilities constructed after December 31, 1974, are

21 accessible to, and usable by, the nonambulatory, and shall

*: 22 meet all applicable specifications for making buildings

23 accessible to, and usable by, the phYsidally handicapped;

24 (A) All existing buildings and outdoor recrea-

25 tion facilities shall lie modified so as to conform to

381 t..
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1 the above requirements not later than December 31,1
i

2 1979, and -

3 (B). Existing facilities shall provide,

4 (i) Entrance ramps wide enough for

5 wheelchairs, not exceeding a rise of one foot in

6 twelve, with nonslip surfaces, and with rails on

'7 both sides,

8 (ii) Doorways and covidors wide enough

9 for wheelchairs, and

10 (iii) Grab' bars in toilet and bathing fa-

ll cilities; and

15 (51) use paint that is lead free and/insure that old

13 paint and plaster containing lead Shall be removed or

14 covered in such a manner that it is not/accessible to any

15 person.

n.
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S. 4194

IN THE SENATE -Ole` -THE UNITED STATES

Mann 17 (legislative day, MARCH 12), 1975

Mr. Smrroao (by request) introduced the following bill; which was read twice
and referred to the Committee on Labor and Public Welfare

A BILL:
To revise and extend the program authorized by the Develop-

mental Disabilities SetilcesiiiidConstruction 'Act.

1 Be it enacted by the Senate and House of Representa-

2 lives of the United States of America in Congress assembled,

3 That this Act may be cited as the "Developmentally Disabled

4 Assistance Act of 1975".

5 TITLE IGENERAL PROVISIONS

6 DECLARATION OF PURPOSE 4D FEDERAL SHARE

7 SEC. 100. (a) The purpose of this Act is to improve

8 and coordinate the provision of vrvices to persons with

9 developmental disabilities through A) grants to assist the

10 several States in developing and i nplementing a compre-
,,

11 hensive and continuing plan for -11 eeting the current and

38.3
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future needs of persons with dealopmental disabilities; (B)

2 /Support of interdisciplinary training programs and training

3,
/

demonstration projects at institutions of higher education;

4 and (0) the support of Other activities whitb will con--.
5 tribute, to improving the condition of persons with .,de,;'elop-

6 mental disabilities.

, 7 (b) The Mend share with respect to any po, cet

's assisted under title II of this Act, may not exceed 70 Ar

9 mitten; of the necessar thereof ns determined by the

10 Secretary.
r,

11 (c) The Federal shige with respect to assistance under

12 title III of this Act in4not exceed?, 0 per cent= of the
33 necessary cost thereof, as deterOned by the Secretary, for

14 the fiscal year ending June 30, 1975, 6)._per eentum of such

15 cost for fiscal year, ending Jte 30, 1976, and 50 per

__1i ,---centum of such cost for the fiscal year ending September 30,

11 1977.

18 (d)*(1) The non-Federal share of the cost of any project

19 assisted under this At shall 'be provided in cash or in kind, in

)0 accordance with rides generally applicable to grants pro:ided

21 by the Department of Health, Pducation, and Welfare.

22 (2) Payments of grants under this Act shall be made in

,3 advance or by way of ichnbursement, and on mull conditions

24 as the Secretary may determine.

25 (3) For the purpose-leteru-----iiningthe Federal shve
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. 1 with respect to any State, expenditures by a political sub-
) .\

2 division thereof or by nonprofit private agencies, organiza-

3 tions, aild groups shall, subject to such limitations and con-

4 ditions the Secretary may by regulation prescribe, deemed

5 to be expenditures by such State.

6 DEFINITIONS

7 SEC. 101. For purposes of this Act-1

8 (1') "construction" means the construction of new

9 buildings, the acquisition, expansion, remodeling, altera-

10 tion, and renovation of existing buildings, and initial

11 equipment of any such builings (including medical

12 transportation facilities) ;

13 (2) "cost of construction" means the amount nee-

14 / essary for the construction of a project, including amid-
,-

15/' tect's fees and the cost of the acquisition of land, but

16 excluding the cost of offsite improvements;-

17 (3) "design for implementation" means a doctt-

18 ment prepared by the appropriate State agency or agen-

19 cies outlining the implementation of the State plan as

20 developed by the State planning council. The design for

'21 implementation shall,include details on the methodology

22 of implementation prioritiesfor spending, a detailed plan

23 for the use of funds provided under this Act, specific

24 objectives to be achieved, a listing of those programs and

25 -resources to be utilized, and a method-, for per rc evalu-
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1 ation of its effectiveness in meeting State plan objec-

2 fives;

3 (4) "developmental disability" means a disability

4 attributable to mental retardation, cerebral palsy, epi-

lepsy, autism, or another neurological condition of an in-

6 dividual found by the Secretary to be closely related to

7 mentaPretardation or to require treatment similar, to that

8 requited for mentally retarded individuals, which disabil-

9 ity originates before such individual attains age eighteen,

10 which has continued or can be expected to continue in-
-7/

11 definitely, and which constitutes a substantial handicap

12 to such individual;

13 (5) "institution of higher education" has the '

14 meaning given it in section 122,(c) of the Education

15 Amendments of 1972;

16 (6) "nonprofit facility for persons with develop-,
'

< mental disabilities", or "nonprofit private+ institution of

18 higher learning" means a facility for persons with

19, developmental .disabilities, and an institution of higher

0 learning which is owned and operated by one or more

21 nonpro t corporations' or associations no part of the net

22 ings of which inures, or may lawfully inure, to the

23 benefit o ny private shareholder or individual;

Y
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1 (7) "nonprofit _private agency or organization"

2 means an a ency or organization which is a nonprofit
.....,

3 corporation or association or which is owned and
....

4 operated by one or more of such corporations or

5 associations; ,

6 a (8) "Secretary" means the Secretary of Health,

7 Education, and Welfare;

8 (9Y "services for persons with developmental dis-

9 abilities" means specialized services or special adapta-

10 thins of generic services directed`toward the alleviation of

11 a developmental disability or toward the social, personal,

12 physical, or economic habilitation or rehabilitation of an

13 individual with such a disability, and such term includes

14, diagnosis, evaluation, treatment, personal care, day care,

15
),

,domiciliary care, special living arrangements, training,

Ad education, sheltered employment, recreation, counseling

17 of the individual with such disability aid of his family,

18 protective and other social and legal services,information

19 and referral 'services, follow-along services, and rans-

20 portation services necessary to assure delivery of services

21 to persons with developmental disabilities;

22 o(10) "State" includes the several States, Puerto

23; Rico, Guam, American Samoa, the Virgin Islands, the

38 4
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Trust Territory of the Pacific Islandsrand the District of

Columbia; and

:; (11)"title" when used with reference to a site for

4 a project, means a fee simple, or such other estate or

.) interest. (including a leasehold on which the annual

(; rental does not exceed 4 per centum of the value of the

land) as the Secretary funds sufficient to assure for a'

8 period of not less than fifty years undisturbed use and

9 possession for the purposes of construction and operation

30 of the project.

11 AUDIT

12 SEC. 102. Each recipient of a grant or contract under \

13 this Act shall keep such records as the Secretary may pre-

14 scribe, including records which fully disclose, the amount

15 and disposition by such recipient of the proceeds of such

1.0 .grant or contract, the total cost of the project or undertaking

17
a7in connection with which such pant or contract isn de

18 or funds thereunder used, the amount of that portion of

19 the cost of the project or and rtaking supplied by other

20 sources, and such records as will facilitate an effective audit.

21 The Secretary and the Comptr011er General of the United

22 States, or any of.heir duly aut orized representatives, shall

23 have access for the purpose o audit and examination to

24 any books, documents, papers, and records of the recipierft

25 of any grant or contract under this Act which are pertinent

28 to such grant or contract.
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TITLE IIDEMONSTRATION AND TRAINING

2 GRANTS FOR UNIVERSITY - AFFILIATED

3 FAO I LITIES'n

4, MIGNSTRATION AND TRAINING GRANTS

5 / SEG. 201., () For the purposes of assisting institutions
.

6 of higher editcation to contribute more effectively to the

7 solution of complex health,, education, and social problems of

8 children and adults suffering from developmental disabilities,

9 the Secretary may, in accordance with the provisions of this

10 title,. make grants to cover costs of administering interdis-

11 ciplinary training programs and other demonstration train-

12 ing_programs for personnel who are serving, or preparing to

13 serve, persons with developmental disabilities. Such programs

14 may be directed, toward established disciplines as well as new/
15 kinds of training to meet critical shortages in the care of

1G persons with developmental

17 (b) For the purpose of making grants pursuant to this

18 section, there are authorized to be appropriated for the fiscal

19 year ending June 30, 1975, and Mr each of the two succeed-

20 ink{ fiscal years, $4,250,000.

21 APPLIGATIONS`

22 SEC. 202. Applications for grants under this title May
/-

23' be approved by the Secretary, only, if the applicant is .a

24 College or university operatingvt.,program of the type

25 scribed in .section 201 (s,) , or is a public or nonprofitprivate

26 agency or organization operating such a facility. In.considsr-
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1 ing applications fOr such grants, the Secretary shal give

2 priority to any applicatial which shows- that the plicant

3 has made arrangements; in accordance with regulations of

4 the Secretary, for a junior college or other community -based

5 educational or health facility to participate in the programs

6 for which the application is made.

7 MAINTENANCE OYEFFORT

8 'SEC. 203. Applications for grants under this title may

9 be approved by the Secretary only if the application con-

10 tains or is supported by reasonable assurances that the grants

11 will not result in any deercaL in the level aState, local, and

12 other non-Federal funds for services for persons with develop-

1% mental disabilities and training of persons to provide such

14 services which ,would (except for such grant) be tgailable

15 to the applicant, but that such grants will-be-ii ed to supple-

16 ment, and, to-the extent practicable, to increase the level of

17 such funds.

18 TITLE IIIGRANTS FOR PLANNING, PROVISION
19 OF SERVICES, AND CONSTRUCTION AND
20 OPERATION OF FACILITIES FOR PERSONS
21 WITH DEVELOPMENTAL DISABILITIES

22 AUTHORIZATION OF APPROPRIATION

23 SEC. 301. For the purpose of making grants to carry

24 out this title, there are authorized to be appropriated 830,-

25 '875,000 for the fiscal- year ending June 30, 1975, and for

26 :doh of the two succeeding .fiscal years.

3.90,
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STATE, ALLOTMENTS

2 SEO. 302. (a) (1) From the sums appropriated pur-

3 suant to section ,301 for each fiscal year, the several States
o

4 shall be entitled, to allotments, determined; in accordance

5 with regulations, on the basis of (A) the population, (B)
s ey6 the extent of (need for services and facilities for persons wit n.

7 developmental disabilities, and (0) the financial need of

8 the respective States; except that the allotment of any State

9 (other than 'the Virgin Islandi, American Samoa, Guam,

10 and the Trust Territory of' the ricific Islands) for.any such

11 fiscal year shall be not less than $200,000 and the allotment

12 of the Virgin Islands, American Samoa, Guam, and_ the

13 Trust Territory of the Pacific Islands shall .be not less than

14 $50,000.

15 (2) In determining,' for purposes of paragraph (I),

16 the extend of nied in any State for services and facilities

17 for persons with developmental disabilities, the Secretary

18 shall take into account the scope and extent of the services

19 specified, pursuant to. section 304 (b), in the State plan of

20 such State approved, under thii title.

21 (3) Sums allotted to a State forte fiscal year and desig-,

22 -noted by it for construction, renovation, or modernization

23 which-are unobligated at the 'end of such year shall remain

'24 n4ailsbletO such'8tate for such .purpose for the next'fiscal

. .

3 9 E.
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1 year and for such year only, in addition to the sums allotted

2 to such State for such fiscal year.

3 (b) Whenever a State plan is approved in accordance

4 with section: 304 which provides for participation of more

5 than one State agency in administering or supervising the

6 administration of designated portions of such plan, the State

7 may apportion its -allotment among such agencies in a. man-

8 ner which is reasonably,related to the responsibilitiesassigned

9 to such agencies in carrying out the purposes of this title,

10 subject to the approval of the Secretary. Funds so appor-

11 tioned to State agencies may be combined with other State or

12 Federal funds authorized to be expended for Other purposes,

13 provided the purposes of this title will receive proportionate.,

14 benefit from the combination.'

15 (c) Whenever a State plan approved in accordance with

16 section 304 (c) provides for cooperative or joint eltort be-

17 tween States or between or among agencies, public or pri-

18 vate, in more than one State, portions of funds allotted to one

19 or more such cooperating States or agencies may be combined

20 in accordance with the agreements between the agencies and

21 States involved.

22 ,(d) 'The amount of an allotment to a State for wfiscal

23 year which the Secretary determines will not be required by

24 the State during the period for which, it is available for

26 the purpose for which it is allotted shall be available for

3; 2.
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1 reallotment by the Secretary on such date or ,datd as he

2 may fix (but mit earlier than thirty days after he has pub-

3 .lished.Aice of his intention to make such reallotment in the

4 Fedeal Register) , to ether States with respect to which
=

5 such at determination has not been made, in proportion to the

6 original allotments of such States for such fiscal year, but

7 with such propOrtionate amount for any of such other. States

8 being reduced (to the extent it exceeds the sum the Secretary

9 estimates suclii State needs and Will be able to use °during

10, such period; land the total of such reductions shall be sim-

ilarly reallotted ankong. the 'States whose proportionate

12 amounts were not s6 reduced. Any amount so reallotted to

13 a State for 'a fiscal yearshall be,deemed to be a part of its

14 allotmehtiinder subsection (a) for such fiscal year.

15 (e) The Secretary shall administer grants under this

16 title in accordance with policies used generally to administer

17' grants throughout the Department of Health, Education, and

18 Welfare.

19 NATIONAL CO, NCIL ON SERVICES AND FACILITIES FOR THE

20 DEVELOPMENTALLY DISABLED

21 SE0. 34/3. (a) (1) The National Advisory. Council on

22, Se'ices and Facilities for the Developmentally Disabled

23- ((hereinafter referred to as the "Council"), which wasestab-
t

24 lished pursuant to section 133 of the Developmental Dis-
i

25 abilities Services and Facilities Construction Act, shall con-

39'3
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1 tinue to exist for the period for which appropriations are

2 authorized under this Act The Council shall consist of

31 twenty Members, not otherwise in the regular full-time
r

4 ,employ of the United States, to be appointed by the Secre-

5 tarry without regard to the provisions of title 5 United States

6 Code, governing appointments in the competitive civi1-

7 service.

8 (2) The Secretary shall from time to time designate

9 one bf the members of the Council to serve as Chairman

10 the

11 3) The members of the Council shall be selected from
i

12 leaders in the fields of service to the mentally retarded and
1 .

13 other persons with developmental disabilities, including

14 leaders in-State or local government, in institutions of higher

15 education, and in organizations representing consumers of
.r.,

16 such services. At least five members shall be representative

17 of,State or local public or, nonprofit private agencies revolt-

18 sible for services to persons with developmental disabilities,

19 and at least fives shalt, be representative of the interests of
i

20 consumers of such services.

21 (b) Each member of the Council shall hold office for a

22 term of four years, except that any member appointed to

24 fill' a vacancy oocurring prior to the expiration of the term

24 for Which his predecessor was appointedshall be. appointed

25 for the remainder of each term.

39 1.
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1 (c) It shall be the duty and function of the Council to

2 ( 1 ) advise the Secretary with respect to any \regulations

3 promUlgated or proposed to be promulgated by him in the

4 implementation of this title, and (2) study and evaluate

5 programs authorized by this Act with a View of determining

6 their effectiveness in carrying out the purposes for Which

\ 7 they Were established.

8 (d) The Council is authorized to engage such technical

9 assistance as may be required io carry out its functions,

10 and the Secretary shall, in addition, make available to the

n Council such secretarial, clerical, and other assistance and

12 such statistical and other pertinent data prepared by or

13 available to the Department of Health, Education, anti

14 Welfare as it may require to carry out such functions.
A

15 (e) Members of the Council, while attending meetings

16 or conferences thereof or otherwise serving on the business

17 of the Council, shall he entitled to receive compensation

18 at rates fixed by the Secretary, but at rates not exceeding

19 the daily equivalent of the rate provided for GS-18 of the

20 General Schedule for each day of such service (including

21 travel -time), and, while so sewing away-from their homes

or regular places of bnsiness, they may be allowed travel
23 expenses, including per diem in lieu of subsistence, as

24 authorized by section 5703 of title 5, United States Code,

395
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1 for persons in the Government service employed` intermit-
-.

2 stentlY-

3

4

aTAITIC PLANS

Sic. 304. (a) For eaoh fiscal year in which a State

.6 makes application, to participate in programs under this

6 title it shall develop, submit, and obtain the approval of

7 the Secretary of an annual State plan which is a specific

8 goal oriented plan, which shall include provisions designed

9

10 (1) reduce and eventually eliminate inappropriate

institutional placement of persons with developmental

12 disabilities;

(2) improve the quality of care, habilitation, and

rehabilitation of persons with developmental disabilities

13 for whtim institutional care is appropriate;

16, (3) provide early screening, diagnosis, ind eval-

17 of developmentally disabled infants and preschool

38 children (including maternal caredevelopmental sereerit

19 lug, home care, infant .and preschool stimulation pro-

20 grams, and parent counseling and training) ;

(4) provide counseling, program coordination, fol-

22 low-along services, and protective services on hchalf

23 of developmentally disabled, Adults;

24 (5) support the establishments of comnumity pro-

25 grams as alternativeses, to institutionalization, designed

to--

3a6.. .
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1 to provide services', for the care and habilitation of
--a

2 persons with developmental :which programs

3 utilize, to the miximuth extent feasible, the resources -

4+_. and personnel in related community programs to assure

5 full t,00rdination with such programs and to assure the

6 provision of appropriate supplemental health, )educa-
c

7 -doiial or social services for persons with developmental.

8 disabilities;

(6) protect the human rights of all persons with

10 developmental disabilities, especially those without fa-

11 milial protection; and

12 (7.) provide for ihterciiseiplinary intervention and

13 training, programs for multihandicapped" individuals.

14 Such, annual State pig' shall be initially submitted withii

15 one "hundred= and eighty days after the date of enactmerit.

16 of this Act.

17 (h) In -order to be approved by the Secretary under

-this section, a StatC plan for pc provision of services and

19 facilities for persons with developmental disabilities shall-7

-20 (1) designate--

(A) a State planning and advisory council;

22 which shall' be responsible for submitting revisions

23 of the State plan and transmitting such reports as

24 may be required 'by the Secretary, and which shall

25 include' representatives of each of the principal State
-

397

0

o



393

16

1 agencies and representatives of local agencies and

2 nongovernment organizations and groups concerned

3 with services for the. developmentally disiibled:

4 vided, That at least one-third of themembership of

5 such council shall consist of representatives of eon=

6 sumers of such services;

7 (B) the State agency or agencies (except as

8 provided in clause (0) ) which shall administer and

9' supervise the addnistration, of the State plan, and

10 if there is more than ,ne such agency, the portion

11 of such plan which each will administer (or- the por-
e,

-12 don the administration of which each will super-
,

13 vise) ; and ,0449,41,i,n4..

14 (0), a single State agency as the sole Agency.

15 for administering or supervising the administration

16 of grants for construction, renovation, or modern-

17 . ization under the State plan;

18 (2) describe the quality, extent, and scope of serv-

19 ices being provided or to be provided to meet the goals

20 specified in subsection (a) of this section;

21 (3) describe (A) the quality, extent; and scope of

22 services being provided, or to he provided, to person's

23 with developmental disabilitii;s under such other State

24 ,plans 'for Federally assisted State programs as May be

25 sPecified by the Secretary, which shall in any ease in-

3'I.)3.
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1 dude education for the handicapped, vocational rehic-

2 hilitation, medical assistance,- social services, maternal

'3- and child health, crippled children's services,. and

4 comprehensive health and menial health plans, and (B)

. how funds allotted to the Stite in accordance with sec-

6 tion 302 will be used to complement and augment rather

7 than duplicate or replace services and facilitie4 for per-

8 --sons.witlaes.eloptiientaliisabilitie5 wlao_ate,....eligible for

9 Fedcr-allissistance under, such other State/programs;

10 (4) provide for the maximum utilization of all

11 avnilable' community resources including volunteers,
12 serving under the Domestic Volunteer Serv'ice Act of

13 1973 (87 Stat. 391) and other appropriate- voluntury

1'4 organizations;

15 (5) set forth policies and procedures for the expen-

16' diture of funds under the plan, which, in the judgment of

17 the Secretary, arc designed to assure effective continuing-

18 State planning, evaluation, and delivery of services

19 (both public, and private) for Persons with develop-

20 mental disabilities;

21 (0) contain assurances satisfactory to the Secre-
,

22 taut' that (A) the funds paid to the State under this

23 title will 1,e used to make 'a significant contribution

21 toward stiengthening .services for persons with decd-

.., °mental disabilities in the various political subdiVisions

,
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1 of:the State in order to improve the quality, scope, and

2 extent of such services; (B) part of such funds 'may

3 , be made available to other public or nonprofit private

4 *. agencies, institutions, and organizationi; (0) such funds

5 will be used to supplement and, to the extent practica-

6 _hie, to increase the level of funds that would otherwise

7, be made .available for the ,purposes for which the Fed,

8 oral funds are provided and not to supplant such non-

9 Federal funds; and (B) there will be reasonable State

10 financial participation in the cost Of carrying out the

11 State plan;

12 (7) ,provide that services and facilities furnished

13 . °under, the plan 'for persons with developmental dis-

14- abilities will be in accordance with standards prescribed

15 by regulations of the Secretary pursuant to this Act;

16 (8) provide such methodi of administration, in-

17, eluding methods relating to the establishment and

18 maintenance of personnel standards and selection and

19 advancement of personnel on a merit basis, as, are found

20 by the Secretary to he necessary. for the proper and

21 efficient operation of the plan (except that the Secretary'

22 shall exercise no authority with respect to/the selection,

23 tenure of office, and compensation of any /individual

.24 employed in accordance with such methods) ;

25 (0) provide assurances that the State plann;ng ana.

4.30
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a,
1 advisory council is assigned adequate personnel in order
2 to insure that such council has the capacity to fulfill its
3 .responsibilities in the areas of planning, resource
4 development, and program evaluation;

5 (10) provide that the State planning and advisory
fi council. shall periodically, bUt not less ,often thin
7 annually, review and evaluate-the State plan and submit
8 apprbigiate modifications, to the Secretary for 'his
9 approval;

10 (11) provide that the State agencies designated
11 pursuant to paragraph (1) of this subsection will make

12 such reports, in'sneh form and ,containing such informs-
/13 tion, as.the Secretary-or the State planning and advisory

14 council may from -time to time reasonably require, and
15 will.keep'such records and afford such'access thereto as
16

, the Secretary finds necessary to assure the correctness
17 and verification of such reports;
18 (12) provide that special finantial and technical
19 assistance shall be given to areas of urban or rural
20. poverty in providing services and facilities for persons.
21 with developmental disabilities who are residents of.

22 such areas;

23

-24

(13) describe the methods ,to be used to assess the

effectiveness and accomplishments of the State in-meet-
1
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1 ing the-needs of persons with developmental disabilities

- 2 in the State;

(14) specify the maximum amount.of, and the per-

4 centage of the State's allotment under section 302 for

5 any year which is to be devoted to construction, rend-

6 vation, or modernization of facilities, which percentage

shall be not more than 10 per centum of the States

8 allotment or such lesser' pereentagec.as the SeiTetary

9 may from time to time prescribe;

10

11

12

13

14

15

16

17

18

19

20,

21

22

23

24

25

(15) provide reasonable assurance that adequate

financial support will be available to complete the con-
.

struction of, and .to maintain and opeiate, when such'

construction is completed, any 'facility the construction

of which is assisted by funds made available under this

title;

(16) if Federal funds are allotted for construction,

renovation, or modernization under this title, outline a,

program of construction, renovation, or modernization

of facilities for the provision of services for persons with

developlitelital digabilities which

(A) is based on a statewide inventory of exist-

ing facilities and survey of need;

(13) sets forth the relative need, determined

in accordance with the regulations prescribed by:the

Secretary for the several projects included in. the

51.7)5 0 -75 - 1#
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construction, renovation, or modernization program;

3 (C) assigns priority to the construction;,renova-

4 tion,.or modernization of projects, to the extent that

5 financial resources availabletherefor and for main-,

6 tenance and operation permit such priority, in the

7 order of 'relative need; taking. into ,account the re-
,

quirement that any such construction, renovation,

9 or modernization complier with any, standards pre-/
10 scribed pursuant to the Architectural :Barriers Act

11 of 1968;

12 (17) provide for an opportunity for hearing before

13' the State agency to every applicant for abennstruction,

14 renovation, Or modernization project;

15 118) provide for/such fiscal control and fund ac-

16 procedures as-may be-necessary to assure the

17 proper disbursements of, and accounting for,,funds ,paid

18 to the State under this title In accordance with regular

119 tieing the Secretary shall prescribe;

20 (19) provide for the implementation of an evalua-

21 Lion system compatible with the'system developed under

section 309 of this Act by October 1, 1977;

23 (20) provide, to the maximum extent feasible, an

24 opportunity, for prior review and comment by the State

25 planning and advisory council of all State ,klans in the

403
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1 State which relate to programs affecting persons with

2 developmental disabilities;

3 (21) prOvi3e that personnel assigned to the State

4.1 planning and advisory council shall be solely.responsible

5 to such council;

6 (22) provide that all relevant information concern-

,7 ing any programs which may affect persons with deval-

8 opmental disabilities shall he made available-by projects1
9 .and State agencies to the State planning 'con-lien; and

10 (23) contain such additional information andassui,

11 antes as the Secretary may determine to be necessary

to carry out the provisions and purpose of this part.

13 (c) The Secretary shall approve any. State plan and

14 modification .0iereof which complies with the provisions :of
%.

subsection (b) of this section. The Secretary shall riot

16 disapprove a State plan unless he has provided reasonable

17 notice and opportunity for a hearing to the State.

18 WITHOLDING OF PAYMENTS

19 SEC. 305. (a) Whenever .the Secretary, after. reason.;

20 able notice and .opportunity for hearink to a, State planning

21 and advisory council and a Site agency or agencies desigi

22 nated ptirsuant to' section 304 (b) (1) finds=--
.23 (1) that anyisuch State agency or agencies are not

24 complying with the provisions required by section 304

4)4
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1 (b) to'be included in the State ,plan, or with regulations

2 of the Secretary,.;`

3 (2) that any requirement set forth in an applica-

tion submitted under, section 304 and approved by the

5 Secretary is not being or cannot be carried out with

6 respect to the project for which such application was

.7 submitted; or

8 (3) that adequate funds are not being provided an-

9 nually for the direct administration of the State plan,

10 the Secretary may forthwith notify such State council and

11 State agency or agencies that no further payments will be

12 made from allotments under this title for any project or

13 projects designated by the Secretary as being affected'by...

14 the action or inaction referred to in paragraph (1), (2),

15 or (3) of this subsection as the Secretary may determine

16 to be appropriate under the circumstances.

17 (b) Whenever the State planning and advisory council

18 finds that a State agency ,administering funds pursuant to the

16 implementation design is failing to comply with such design,

'20 the State planning and advisory council shall notify the Gov-

21 ernor and the. Secretary, who may provide notice, conduct a

22 hearing, and withhold payments pursuant to subsection (a)

23 _of thissection.

tO 5.
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1 PAYMENTS TO THE STATES FOR PLANNING,

2 ADMINISTRATION AND SERVICES

3 SEc. 306. From each State's allotment for a fiscal year

4 under section 302, the State shall he paid..the Federal share

5 of its expenditures incurred during such year ,under its State

6 plan approved under this title. Such payments shall-he made

7 from time to -time in advance on the.hasis of estimates by

8 the Secretary of the sums 'the 'State will expend under the

9- State plan, except that such adjustments as may lie neces-.

10 sary shall be made on account of previously. made under-

31' payments or overpayments under this section.

12' REGULATIONS

13 SEC. 307. (a) The ,Secretary shall prescribe general

14 regulations applicable to all.the States to carry out the. pur-

15 poses of this title.

16 (b) (1) Regulations promulgated .by the Secretary may

17 be waived upon approval of an application submitted by a

18 State fora project to be completed by two or more polit-

19 Teal subdivisions or public or nonprofit private agencies, or

20 by a combination thereof, which is consistent with applicable

21 law and regulations promulgated by the ;Secretary for such

22 -purposes to provide services to persons with developmental

23 disabilities'hycombining funds received from other Federal,

24 State, orlocil prograins-lo the extent that such regulations
.-

25 would without such Waiver intjelle .the implementation of

406
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1 such' project. Such waivers shall be reviewed annually by

2 the Secretary and issued on a case-by-case basis and for

3 a specified period of time, but in no case longer than thirty-

six months. Renewal of such waivers may be granted only

.5 after a full evaluation of the impact of such waivers by the

6 Secretary.

7 (2) The Secretary shall publish in the Federal Register

8 the fact that an application for waiver under paragraph (1)

9 has been submitted by a State; and he shall not approve

10 or disapprove- such application for a period of not. less

11 than sixty nor more than ninety days afteethe da.te of such

12 publication.

13 NONIiUPLICATION

14'7. SEC. 308. (a) Iii determining the amount-of any pay -

15 for the construction, renovation, ,or modernization of

16 any facility under a State plan approved under this title,

17 there shall be 4igtegarded (1) any portion of the costs of

18 such construction, renovation, or modernization which are

19 financed by Federal funds provided under any provision

20 of law other than this title, (2) the amount of any non-
.

21 Federal funds provided under any provision of law other

22 than this title, and (3) the amount of any non-Federal

.23 .-fands required to be expended as a condition of receipt of

24 : such Federal'funds.

25, (b) In. determining the amount of any State's Fed-

4) 7
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1 cral share of expenditures for planning, administration, and

2 services ineurred by it under a ,State plan approved under

3 this title, there, ,shall \ be disregarded (1) any portion of
.

4. midi, expenditures which are financed by Federal funds

5 provided under any provision of law other than this tide,

6 and (2) the amount of any non-Federal funds required to

7 be expended as a condition of receipt-of such Federal funds.

8 EVALUATION OF DEVELOPMENTA DISABILITIES SERVICES

9 SEC. 309. (a) (1) The Secretary, in-consultation with

10 the Jsrational Connell, shall, by February 11, 1977, develop

11 (A) u design of a comprehensive system for the evaluation of

12 services provided to individuals with developmental disabili-
.

13 ties and (B) a time-phased plan for the hnplementation,by

14 the. States of such system which Will specify a minimal

15 evaluation system to be implemented by all States by Oc-

10 tober 1, 1977, and which will further specify phases of

17. development leading to the establishment in each State

18 of, sr ch comprehensive evaluation system. The comprehen-

.19 sive system shall provide guidelines and alternative methods

20 for the development of State evaluation systems for fed-

21 crally supported services delivered within each State, to

22 individuals with developmental disabilities.

23 (2) Not latei.-than February 1, 1977, the Secretary

24 shall submit to the Congress a report on the evaluation

25 system design dei;eloped pursuant to paragraph (1). Such

4.0 8
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I report shall include an estimate of the costs to the Federal

2 Government and the States of dexeloping and kmplenienting

3 such system:

4 (bi The Secretary, in consultation with the National

5 Council, may make grants to, and enter into contracts with,

6 public or private organizations or individuals to conduct

7 feasibility studies to assist iu. deyeloping the evaluation sys-

8 tem required under subsection (a) .

9 GRANTS FOR SPECIAL PROJECTS 1;01i SERVICES TO PERSONS

10 WITH DEVELOPMENTAL DISSEILITIES

4
11 SEC. 310. (a) For the purpose of making grants;under

12 this section for special projects and demonstrations (and

la research and evaluation connected, therewith), there are an-
,

14 thorized to be appropriated $18,500,0001 for the fiscal year,

15 ending June 30, 1975, and for each of the two succeeding

16 fiscal years./

17 (b),(4 The Secretary, after consultation with the Na-

18 tional Council, shall make grants to States,and public or non -

19 profit agencies and organizations to pay part or all of the cost

20 of special projects and. demonstrations (and research and

21 evaluati a in connection therewith) for (A). establishing

22 p which hold promise of expanding or otherwise

23 improving services to,persous with developmental disabilities

24 (especially those who are disadvantaged or inultihandi-

40,9
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1 capped) , and (B) for' carrying out projects of special na-

2 tional significance including, but not limited to-

3 (i) demonstration projects for integrating service-

4 for the developmentally disabled population, ,

5

6

7

8

9

-10

(ii) demon:siration projects to coordinate and utilize

all available community resources,

(iii) Projects designed to improve the administra,

tionof, and the quality of care provided under, programs

for individuals with developmental disabilities, and

(iv) projects to demonstrate new or improved tech-

11 niques for the provision of services for such individuals.

12 .(2) From the amount appropriated pursuant to sub-
o ,

section (a) , the Secretary may reserve 30 per cent= there-
/....

. of,for the purpose of making grants for projects described

15 in subsection (b) (B)

16 (3) Grant 1.1;:der this'section may be used to support

17 only the initial three years of any project or demonstration.

18 (c) A coPy of each application for a grant under this

ig section shall be submitted' by the applicant to the 'appro-.

2*0 priate State planning' and advisory council simultaneously

21 with submission to the Secretary. The Secretary shall not

22 approve such an application until the State planning and

23 adviser), council has had an, opportunity, for a period of

24, 'at least thirty days, to review and make comments on the

25 application to the Secretary.

410
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1 (d) Projects, or a component of any, project funded

2 under this section, shall not be eligible for funding under

3 section 304 offilhe Rehabilitation Act of 1973 or section

4 303 (a) (2) of the Public Health Service Act.

5 REPEAL

6 . SEC. 311. Effective ninety days after. the enactment

7 of this Act, parts B and 'C of the Developmental' Disabili-,
S ties Services and Facilities Construction Act are repealed

O
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Oft= CONGRESS
laSitsixer It." 4005

IN.ITHE SENATE OF THE UNITED. STATES

Aram 14,1975

Read twice and referred to the Committee on'Labor and. Public Welfare

AN ACT'
Te amend the Developmental Disabilities Services-and Facilities

Construction Act to revise and extend the programs author-

ized by that Act.

1 Be" it enacted by the Senate and House of Representa-

, 2 of the United States of America in Congress assembled,

3 SHORT TITLE

4 ,SECTION. 1, This Act may be cited Ili the ."Develop-.

5 mental Disabilities Amendments of 1975".

6 EXTENSION OF EXISTING AUTHORITIES THROUGH FISCAL

7 YEAR. 1 9 7 5

8 SEC. 2. (a) Sections 122 (b) and 131 of the Develop-

a

4

412
)1.!,

;4
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1 mental Disabilities Services and Facilities Construction Act

2 (hereinafter in this. Act referred to as the "Act") are each

:t amended by striking out "for the fiscal year ending JUne 30,

4 1974" and inserting in lieu thereof "each for the fiscal years

5 ending June 30, 1974, and June 30,1975 ":

6 (b) Section 137 (b) (1) of the Act ,is amended by

L striking out "and June 30,1974" and inserting.in lieu there-

8 of ", June 30, 1974, and June 30, 1975".

9 EXTENSION OF DEMONSTRATION AND TRAINING GRANTS

10 SEC. 3. (a) Section 122 (b) of the Act (as amended by

11 sectio-ii-2Tii amended by striking -outr" and" after `17"

and by inserting. after "1975", the following: "; $12,000,-

13 000 for fiscal year 1976; and- $15,000,000 for fiscal year

14 1977".

15 (b) Section 124 of the Act is amended to read as

16 follows;

1'7" "PAYMENTS

18,, "SEC. 124. Payments of grants under section 122 shall

19 be made, in advance or by way of reimbursement, and on

20 such "conditions, as the Secretary may determine.".

21 SPECIAL PROJECT GRANTS

22 SRO. -4. Section 130 of the Act is amended to_read as

23 follows:

24 "SPECIAL .PROJECT GRANTS

25 "Sec. 130. (a) The Secretary may make grants to

26 public cr nonprofit private entities for



3

1 " (1) demonstration projects for the provision of

'2* services to persons with developmental disabilities who

3 are also disadvantaged because oftheir economic status
0

4 or the location of their residences,

5 " (2) technical assistance relating to services and

6 facilities for persons with developmental disabilities,

7 including assistance in State and -local planning or

8 administration respecting such services and facilities,-

.9 " (3) training of specialized personnel needed for
..

10 the provision of services for persons with developniental

11 disabilities or for research directly related to such

, training,

13 " (4) developing or demonstrating. new or improved

14 techniques, for the provision Of services to- 'ivions 'with

15 developmental disabilities,

16 "(5) gathering and disseminating information re-
,

17 lating to developmental disabilities;

18 " (6) coordinating, integrating, and using all avail -

19 able community resources for services to persons with

20, developmental disabilities, and

21 "(7) improving the administration of, and the"

22 quality of 'services provided, in, programs for such

23 persons.

24 "(b) No grant may be made under subsection (a) unless

25 an application therefor has been submitted to, and approved

26 by, the Secretary. Such, application shall be in such form,
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1 submitted in such manner, and contain such information, as

2 the Secretary ,shall by regulation prescribe. The Secretary

3 may not ap rove such an application-unless the State .in

. 4 which the applicant's project will be conducted has a State

-5 plan approyed under section 134.

6 "(e) The amount of any grant under subsection '(a),

7 shall be determined by the Secretary;. and payments under

8 such grants may be made in advance or'by. way of- reimburse-

9 ment, and at such intervals and on,such conditions, as the,

10 Secretary finds necessary. In determining the amount of any

11 grant. under subsection (a) for the costs of any project.

12 there shall be excluded fnint such costs akamount equal to

13 the sum of (1) the amounk,of any ther Federal grant

14 wliieh the applicant has Obtained, or is assured of obtaining,

15 with respect to such project, and (2) e amount of ny

'16 non-Federal funds required to be expende as a ndition

17 of such other Federal grant.

"(d) For the purpose of making payments under

19 grants under subsection (a), there are authorized lo be

20 appropriated $15,000,00b for fiscal year 1976 and $15,-

21 000,000 for fis41 year 1977. Of ,the funds appropriated

22 under this subsection 'for any such fiscal year, not less than 30

23 per &Own' of such funds shall be used for projects -of na-

24 ,ticnal significance, as -determine& by the Secretary.

25 `f. (e) No funds appropriated under the Public Health
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Seryite Act or under` this Act (other than under subsection'

1 2 (d) of 'thissoction) may be used" to wake grants under
t

- 3 subsection (a).3`...

4 STATE ALLOTMENTS

5 SEc..5. (a) Section 131 of. the Act is amended to read

follows: . ti

7 "AUTHORIZATION_OF-APIEOPRIATIOTMENTS

8 "SEC;. 131: For allotments under section 132, there

9 are authorized-to.be<appro riated $40,000,000 for fiscal year

10. 1976 and $50,000,000 forfiscal year 1977."

(b) Subsection (a) of section 132 of the Act is amended11

12 Co read as fo lows:

13 ) (A) 'In-each fiscal year, the Secretary shall,

14 in accordance with regulations and subparagraph (B) of

15 this pan nig-401'ot the sums appropriated for such year

16 under section 131 among the States on the basis of-

17 "(i) the populition,

18 "(ii) the extent of need for services and facilities

10 for persons with developmental disabilities, and

20 " (iii) the financial need,

21 of the respective States. Sums allotted to the States under

22 this section shall be used in accordance, with appro ved State

23 plaits under section 134 for the provision under such plans

24 a services nnd facilities for persons with developmental

25
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1 "(B) The:allotment of the Virgin Islands, American

2 Samoa, Guam, and the Trust Territory of the Pacific Islands

3 under subparagraph (A) of this paragraph in any-fiscal year

4 shall not be less than $50;000. The allotment of each other

5 State in any ifiseal year shall not be less than $100,000.

6 "(2) In determining, for purposes of paragraph (1)

7 -(A) (ii) , the extent of need in any State for services and

8 facilities for persons with developmental disabilities, the

9 Secretary shall take into account the scope and extent of

---Itytlre-TerviFe-s-SPecified, pursuant to section 134 (b) (5) , in

.11 the State plan of such State approved under section 134.

12 "(3) Sums allotted to a State in a fiscal year and.cles-

n ignated by it `for construction/and remaining unobligated. at

14 the end of such year shall remain available to such State

15 for such purpose in the next fiscal year (and in such year

-.)16 only), in additio C- \to the sums allotted- to such State in

17 such next fiscal year; except that if the maximum amount

18 which may be specified- for construction (pursuant to' sec-

12 tion 134 (b) (15)) for a year plus any part of the amount so

20 specified pursuant to such section-for the preceding fiscal year

21 and remaining unobligated at the end of such fiscal year is

not sufficient t9 pay the Federal share of the cost of construe-

23 tion of a specific facility included in the construction program

24 of the State developed pursuant to section 134 (b) (13), the
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1 amount specified pursuant to section 134 (b) (15) for such

2 preceding year shall remain available for a second additional

3' year for the purpose of paving the Federal share of the cost

.4 of construction of suckfac ility.

5 ".(4) Of the amount allotted to any State under para-

6 graph (1) for fiscal year 1976, not less than 10 per centum

7 of that allotment 811;11 be used by such State, in accordance

8 with the plan submitted pursuant _to section 134 (b) (20) ,

for the purpose of assisting it in develeping_tuuLimple

10

11

12

13

14

15

16

17

18

1P

20

21

22 (3) Section 138 of the Act is amended by stalking out

23 "under this part" eachlplace it occurs and inserting in lieu

24 thereof "under section 82".

ing plans designed to eliminate inappropriate placement in

institutions of, persons with developmental disabilities; and of

the amount allotted to any State under paragraph (1) for

each succeeding fiscal year, not less than 30 per centumof

that allotment shall be used by such State for such purpose."

(c) Section 132 (e) of the Act is repealed.

(4) (1) Subsection (b), of section 132 of the Act is

amended by striking out "this part" each -place it occurs

and inserting in lieu thereof "the State plan".

(2) Section 134 (b) (4) of the Act is amended by

striking out ,"under this part" and inserting in lieu thereof

4`under section 132".

E1-713 0 - 75 - 97 4 8
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1 CONSTRUCTION PRO.TROTS
-

2 Sec. 6. la) Sections 135 and 136 of the Act are re-
,

3 pealed.

4 (b) Section 134 (b) of the Act is amended by striking

5 out "and'after the semicolon at the end of paragraph 071;

t by redesignating paragraph (18) ai paragraph (21),, and

7 by inserting the following new paragraphs after paragraph

s

9 " (18) provide reasonable assurance that adequate

10 financial support will be' available to complete the con-

11 struction of, and to maintain and operate when such con-

12 struction is completed, any facility, the construction of

which is assisted with sums allotted under section 132;

14 " (19) provide reasonable assurance that all labor-

15 ors and mechanics employed by contractors or subcon-

16' 1, tractors in the performance of work on any construction

17 ' project assisted-with sums allotted,under section 132 will

18 be paid. at rates not less than those prevailing on similar

19 construction in -the locality as determined by the Sec-

20 r\etary of Labor in accordance with the Act of March '3,

21 1,1 (40. U.S.C. 276a-276a-5, known as the Davis -

22 Baiiou Act) ; and the.Secretary of Labor shall have With

23 respect to the labor standards specified in this pare-
\

24 graph the authority -and functions set forth in lieorgani-

25 zation Plan Numbered 14 of 1950 (15 P.R. :1170; 5

4.19,
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1' U.S.C. Appendix) -and section -2 of the Act o -13

2 1934 (40 U.S.C. 276e) ;

3 " (20) conisin a plan designed to eliminate

4 propriato placement in institutions of persons with de-

5 velopmental disabilities, and to improve the quality, of

6' care and the state\of surroundings of persons for whom

7 institutional care is appropriate ;.and".

8 (c) The headings of sections 137 and 138 -of the Act

9 are each amended by inserting210N8rn

10 "PLANNING, ".

11 (d) (1) Section 137 of the Act is amended. (A) by

12 striking out in subsection (a), (1 ) ", other thnn,espe,nclitatek

13 foi. constructien,"; and (B) by, amending subsection. (b

:14 to read as follows: tt.

15 ".(1i) For pirposes of subsection (a), the Federal.Ahii6

16 with respect to any State for fiscal year 1076 .awLfor thi

17 -next fiscal year shall be 75 per centwn of the- expendituiel.

18 incurred by the State during such year 'under -its State

19 plan approved under seetion'134.",

20 (2) Section 401 (h) of the Mental Retardation Faciii-

21 ties and Community Mental Health Centers Construction

\22 Act of 1963 is amended-
23 . (A) by striking out "part C of title I or" in park.

24 graph (1) ;
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1 (B) by striking out " (A) for any project under

2 part C of title I may not exceed 661 per centum of the

3 costs of construction of such project; and (B)" in

4 paragraph (2) ; and

:5 (C) by striking out "part C of title Icor under"

6 in paragraph (3).

7 (e) Section 140 of the Act is amended to read AS

-8 follows:

9 "NONDIIPIJOATION/
10 "SEc. 140. In determining the amount of any State's

11 Federal share of the expenditures incurred by it under a

12 State plan approved under section 134, there shall be dis-

13 regarded (1) any portion of such expenditures which are

14 financed. by Federal funds provided under any provision of

15 law other than section 132, and (2) the amount of any non-

16 Federal funds required to be expended as condition of re-

17 ceipt of such Federal fluids."

113 GENERAL PROVISIONS. AND CONFORMING AMENDMENTS

19 Sac; 7. (a) Section 134 of the Act is amended by

20 adding at the end the following new subsection:

21 " (d) For purposes of any deterinination by the Secre-
t-

22 tary for purposes of subsection (b) (11) as to whether any

23 urban or rural area is a-poverty area, the Secretary may not

24 determine that an area an urban or rural poverty area

25 unless=

t.
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" (1) such area contains one or more subareas which

are characterized as subareas of poverty;'

3 " (2) the population of such subarea ,or'isitbareas

4 constitutes a substantial portion of the population. of

'5 such rural or urban area; and

'6- "(3) the project, facility, or activity, in connection

7 withwhich such determination is made, does, or (when

8 e,o'mpletedor put into operation) will, serve the meeds

--of-the-residents of such subarea or subareas." -

10 (b) Part C of the. Act is amended by adding after sec-

tion 40 the following new section:

12
rK "RECOVERY

13 "8E0. 141. If any facility with respect to which funds

14 have been paid under section 132 shall,,it any time within

15 twenty, years after the completion of construction-

16 " (1) be sold or transferredIo any person; agenby,"

17 or organization (A) which is not a public or nonprOfit

18 private entity, or -(B) which is not approved as a tznivi-

19 feree by the State agency designated pursuant to section

20 134 or its successor; or

21 "(2) cease to be a public or other nonprofit facility

22 for the mentally retarded'or persons with other develop-
.

23. mental disabilities, unless the Secretary determines, in

24 accordance with regulations, that there is good cause for

25 releasing, the applicant or other owner from the oblige-
.

A
^0;

ti
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1 lion to continue such facility as a public or other non-

, - 2 profit facility for the mentally retarded or persons with

3 other developmental

4 the United Stat es. shall be entitled to recover from either the

5 transferor or the transferee (or, in the case of a facility.

6 which has ceased to be a public or other nonprofit facility

7 for the mentally retarded or persons with other iirmlop-

8 mental disabilities, from' the owners thereof) an amount

bearing the same ratio to the then value (as determined by

-10 the agreement -of the parties or by action brought in the

ii district court of the United States- for the distriot in which

12 the facility is 'situated) of so much of such facility as con-

stituteci an approyed project or projects, as the amount of-
..

14 the Federal participation bore to the cost of,the construction

15 of such project or projects. Such right of recovery shill not

16 constitute a lien upon such- facility prior to judgment."

(c).(1) Part A of the,Act is amended to read safollows :

18 . ,"PART ALGENIRAL PROVISIONS

19 "DISPINITIONS
. '

20 "Site. 101.. For purposes. of this title:*

21 "(1) 'The term litate' includes Puerto Rico, Guam,

22 American Samoa, the Virgin Islands, the Trust Territory of

a the Pacific Islands; and the District of Columbia.

24: `` (2) The termAsiciiity for,persOnz Oh-developmental

z &abilities' mini a facility, ota-apecified portion of a WU-

Ps
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4-
,1 it, designed primarily for the delivery of one or more sery -.

4. --i

2 ices to persons with; one or more developmental disabilities.. ..,.

3 " (3) The. terms. 'nonprofit facility for &mons with de--
. ...

1 4 yelopmental disabilities' and 'nonprofit privateinItitution of

5 higher learning' mean, respectively, a facility for 'persons

6 with developmental disabilities and an institution of higher

7 learning which are owned and operated by one or more non-

8 :profit corporations or, associations no part of the net-earnings

--9of-which-inurerormoriawfullyinare, to the benefit of any

10 private shareholder or individual; and the term 'nonprofit

11= private agency or organization' means an agency or orga-
.;

12 ntzation which is such a corporation or association or which

13 is owned and operated by one or more of such ceipoilttiont!r

14 orassociations.

15 " (4)- The term 'construction' -includes construction of

16 new buildings, acquisition; expansion, remodeling, and alter- -

17 of existing buildings, and initial equipMent of any such

18 buildings (including medical transportation facilities) ; in-

19 eluding architect's fees, but excluding the cost of offsite iin-

20 provenients and the cost of the acquisition of laud.

21

,
"(5) The term 'cost of construction' means the amount,

22* found by the Secretary to be necessary-for the construction of

23 *project.
' .5-

24 "(6) The tenn 'title', when used with reference to a

25: site for a project, means,a fee simple, or such other. estateor
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1- interest (including a leasehold on which the rental does 'not
t

4 2' exceed' 4 per centum of the value of ,the land) as the
:4,

Secretary finds sufficient to assure for a ,period of not less
4 than fifty years undisturbed use and posiession for the pur-,

..'5:, peaes:dconstruclion and operationof the project

,- :6:._ / "(17) Th-term-.1evelopmentaldisability' `Means a dis-

'bility attributable to mental retardation, cerebral palsy,,
ep-ileps;, autism, dyslexia, or a neap' logical condition of an
individual found by the Secretary to be closely related to'

. mental :retardation or
torequire treatment similar to that

11 required ,fornlentally retarded individuals,,, which disability

12' -originateslefore such individual attains age eighteen, which

-13 has continued or can be expected,to continue-indefinitely, and
14 which constitutes a substantial" handicap to such individual.
15 " (8) The term 'services for perions with developmental'

16 disabilities' means specialized-services or special adaptations
011 of generic services directed toward the alleviation of a devel-

18 opmental disability or toward the social, personal, physical,
19 or economic habilitation or rehabilitation of an individual
20 with such a disability; and such term includes diagnosis,
21 evaluation, treatment, ,personal care, day care, domiciliary
22 care, special living auingements,-trainiagredueation,,

shel-
23 tered,employment, recreation, counseling of the individual

24 with such disability-and of his family,.protective and other
25 social and socioTlegal services, information and referral ierv-
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.1 ices, follow-lilong services, and transportation services net:-

2 essary.to assure delivery of services to persons withodevelop-

-3 mental disabilities: .

"4 "STATE CONTROL OF oPERATIoNS,

5 "Sec. 102. Except as otherwise specifically provided,

6 nothing in this title shall be ,construed as conferring on any

7 Federal officer or employee the right to exercise any super-

8 vision or control. over the administraNn, persontel,

9 tence, or operation of any facility for persons with

10 developmental disabilities with respect to which any funds

11 have been or may be expended under this title.

12 "RECORDS AND AUDIT

13 "SEC. 103. (a) Each recipient of assistance under this

14 title shall keep such records as the 8eeretary shall prescribe,

15 including" (1) records which fully aiscloie (A) the amount

16 and disposition' by such recipient of the proceeds of such

17 .assistance, (B) the total cost of the, project or undertaking

18 in connection With which such assistance is given or used,

19 and (C) the amount of that portion of the cost of the,project

20 or Undertaking supplied by other sources, and (2) 'such other

21 records as will facilitate an effective, audit.

22' " (b) The Secretary and the Comptroller General of the

23 United States, or any of their duly authorized represents-

tivesoliall have access for the purpose of audit.and

z5 nation to any books, documents, papers, and records. of the

426
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1 recipients of assistance under this title that, are pertinent

2 to=such assistance.

"SHORT TITLE

4 "SEc. 104. This title may be cited as the Developmental

5' Disabilities Services and Facilities Cimstruc`.tin Act."

6 (2). Section 100 and part D of the Act and pars-

7 -graphs (b) , (I) , and '(n), of section 401 of the Mental

8 Retardation Facilities and C'ouuuunitt Mental II calth Centers

9 Construction Act of 1963 are repealed.

10 (d) Sections 137, 48, 139, 140, and 141 of part C

11 of the Act are redesignated as sections 135, 136, 137, 138,

12 y and 139, respectively.

13 EFFECTIVE DATE

14 SEc. 8. The ame.fdments wadi; by sections 3, 4, 5, 6,

15. and 7 shall lake eftii el with resi (1 to appropriations under

16 the Act for fiscal years heginnin after June 30, 1975.

17 REPORT /AND STUDY .

18 -9. (a) The Se'cretary of-Ilen1111,Eduentionrand,

19 NVelfare ('hereinafter in this section referred to as the "See-

20 retary") shall, in Lelordance with section 101 (7) of the

21 Act (defining the term "developmental- disability'') ('as

'22 amended,y section 7 of this Act), determine the nenrolog-,
23 cal Conditions of individuals which should be included as

24 dvvelopmcntal disailitics for purinws of the programs au-

25 thorized by parts13 and C ,of the,A et, Within six months of

0

4'21
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1 the date .of enactment pi'-this Act the Secretary shall make

2 such determination and shall make a report thereon et) the

3 Congress specifying the neurological conditions which he

4 determined should be so included, the neurologiealeonditions

5. which he deterinined should not be so included, and the

6 reasons for each such determination. After making. such

7 report, the Secretary shall periodically, but not less-often than
O

8 annually, review the neurological conditions not so included

9 as developmental disabilities to determine if. they should be

10 so included. The Secretary shall report to the Congress the

11 results of each such review.

32 (b) (1) The Secretary "hall contract for the conduct of

13 an independent objective_study, to determine (A) if /the basis

14 of the definition of the developmental disabilities (as amended

15 by section 7 of this Act) with respect to which assistance is

36' authorized under such. parts B and C of the Actis,appropriate

17 and, t(i the extent that it is not, to determine an appropriate

38 basis for determining Vvhich disabilities Should be included

n and which disabilities should be excluded from the definition

20 blur ( -1) the naturcand adequacy of services .lirovided under

21 other Yederal ,programs for persons with disabilities not

22 included in such definition.

23 ;(2) A final report giving the results of the study re-

24 guyed by paragraph (1) and providing specifications for

theAefinition of developmental disabilities for purposes of
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parts B and C of the Act shall be submitted by the organiza-

tion conducting the study to the Committee on Interstate and

Foreign - Commerce of the House of Representatives and the

Committee on Labor and Public Welfare of the Senate not

later than eighteen months after the date of enactment of

the first, Act making an appropriation for such study.

Paiied the House of Representatives April 10, 1975.

Attest: W. PAT JENNINGS,

Clerk.

429
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senator RANDOLPH. Senator Stafford, would you comment, please?
Senator S TAFFORD,Thank you very much, Mr. Chairman.
It is a privilege to work with you aaain on the developmental dis-

abilities legislation this year, and add r my welcome to yours to Mr.
Kurzman, who will be the witness this morning, with his colleagues,
in front of this subcommittee.

As you have pointed out, this is the first matter of business for this
subcommittee, which is a pledge that we made at the conclusion of
the last Congress, and maybe I should note for the record that as an
accommodation to the administration, at their request, I introduced
for them yesterday S. 1194, which is the administration bill in this
area, so that that also can be in front of the subcommittee as we con-
sider this important matter.

Senator RANDOLPH., Thank you, Senator Stafford. As you have
indicftted, we hope to have the cooperation of the administration. We
cannot agree .perhaps on all pointsi but we can move in _concert for
constructive legislation, and it is in that spirit that we begin the
hearing. We commend you, Mr. Kurzman, for being present and help-
ing us. ,

,Proceed, if you will, please, to make your statement.

STATEMENT OF STEPHEN. KURZMAN, ASSISTANT SECRETARY FOR
LEGISLATION, 'DEPARTMENT OF HEALTH, EDUCATION, AND WEL-
FARE, ACCOMPANIED BY PETER FRANKLIN, SPECIAL ASSISTANT
TO THE SECRETARY; AND FRANCIS LYNCH, DIRECTOR, DIVISION
OF DEVELOPMENTAL DISABILITIES, OFFICE FOR HUMAN DEVEL-
OPMENT

Mr. KURZMAN. Thank you very much, Mr. Chairman and Senator
Stafford.

We deeply appreciate your warm welcome to us this morning, and
congratulate the subcommittee on promptly getting back to this
important act which we hope, as you do, will be promptly extended.

We appreciate the opportunity to have the chance to discuss it
once-again, to present our views on the Federal Government's role in
this very important area of developmental disabilities, and to comment
on both your bill, Mr. Chairman, S. 462, and the bill which the 'ad-
ministration transmitted, and which Senator Stafford, as you noted,
has been kilid enough to introduce for us, S. 1194.

As you hive pointed out in your review of this legislation, the
authority for this program expired last June 30, and the House and
Senate passed widely differing bills to extend it under the same num-
ber, H.R. 14215, but, regrettably, the differences between the two
versions were such that they could not be resolved in conference
-before the end of the last'Congress.

This nyear, as you have also noted, the same bill has bee
in

reintro-
duced n the Senate as S. 462, and although the new House bill, H.R.
4005, differs slightly from to bill -passed by the House last year, the
basic differences between the two bills remain.

We share, as I say, your desire, the subcommittee's desire, to see
this impasse over the extension of this worthwhile program broken so
that both we and the States can proceed with our planning free from
the present uncertainty.

430:;
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We have taken a new look at our own position, contained in IA,
bills introduced during the last CongressII.R. 12892 and S. 3011

' and have deVeloped a new bill which, we feel, is an improvement that
can be accepted by both the HQUSe and Senate. -..

Senator RANDoLPH. As you recall; Mr.- KurzmanI-think-Senator
Stafford and Ilvould like this in the recordI did not wish to criticize
what happened' last year. If it sounded so, I did not mean it to..be._

I only recall that we never could even get to -conference with .the'
House because the Interstate and Foreign Comtherce Committee had
so much legislation other than this bill that they could net\ really
come together with us in a conference N

This happens, and we all understand these problAis.
Mr. 'KURZMAN. Yes, Mr. Cliiiiriban. .

,In addition, Mr. Chairman, over the last few months we have
examined carefully the very complex question of how to insure that
the care provided by institutions serving developmentally disabled
persons meets certain necessary standards.

I believe we all would agree that the standard of care provided in
too many of our institutions today should be improved.

This subcommittee' has attempted to address this problem in title
II of S. 462, as, have everal Members of the House in such bills asH.R. 687: We strongl disagree with the approach taken in the titleII portion of these bill s.--

Our Department has undertaken, over the past year, the massive
effort of establishing and enforcing standards for the estimated 1,250
residential medical 'facilities funded under the medicaid program and
providing services to the developmentally disabled. It is our judgment
that' implementation of legislation such AS title II of S. 462 would
have the untoward effect of not only duplicating and slowing the
efforts already underway but, in fact, erasing the progress that has
been made thus far.

o We believe that our present efforts constitute a good first step,that
should not be duplicated. Rather, we should be looking ahead to see
how we can best build upon the foundatidn already established. In a
few minutes, I would like to discuss some of our ideas on this subject
with you.

STATUS OF DEVELOPMENTAL DISABILITIES PROGRAM

First, I would like to describe briefly some of our current activities
under the Developmental Disabilities program.

As you may know, the Developmental Disabilities program has
been administered by the Division for Developmental Disabilities
in the Rehabilitation Services Administration (RSA). When the

ehabilitation Services Administration was transferred at the begin-
ning of last month from' the Social and Rehabilitation Service to theOffice for Human Developinent, the Division of Developmental
Disabilities was transferred with it. We are now in the process of
establishing a separate Office for Developmental Disabilities, with its
DirectOr reporting to the Assistant Secretary for Human Development.

The Developinental Disabilities program, as you know, is designed
to achieve three bask purposes. The first is the development and
improvement of planning capacity at State-and local levels to utilize
effectively the wide range of resources currently available to aid the
developmentally disabled.
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This Department alone is providing this year an estimated $800
million in such assistance from such agencies as the Office of Educa-
tion, the Social and Rehabilitation Service, the Office for Hunian
Development, the lHealth Services Administration, and the National
Institutes of Health, and even more assistance is made available by
State and local agencies.

I

One aim of this program, then, is to enhance the capability of
State and local agencies tolplan for the use of all these resources in a
Coordinated effective manner.

The second basic purpose Of the program is to serve as a catalyst
to stimulate the expansion of services for developmentally disabled
persons atIthe State and local level. 1

iThe third purpose is the establishment of an integrated network
within which services at the State and local levels Nyill be coordinated.

In attempting to achieve these purposes, a major emphasis of the
program,is °lithe authority of the States to determine their own goals
and the methods to achieve them. This flexibility: has enabled the
States tp ma age the program effectively, in our judgment.

STATE PROGRAMS , i

To describe the State programs, 55 States and
1

territories have
designated State planning and advisory councils and agencies to
administer planning, services, and construction activities under this
program.

$28 million, or 91 percent, of, the $30.8 million
expended this ifiscal year -under part C of the act has gone directly
to the States and;territories. The States have indicatedt on the average,
that they will use 73 percent of their funds for serviges, 25 percent for
Planning and :administration, and 2 percent for construction.

A signifiCant trend in the operation of the progiam has been the
increased efforts by many States to deinstitutionalize

I

developmentally
disabled persons. i

.The States of North Carolina, Wisconsin, Washington, and Cal-
ifornia, in particular, have all emphasized this Oar with success.
It is,generally agreed that returning the institutionalized individual
to the community has, in the majority of cases, h. good effect on his
rehabilitation.

It is the .policy of HEW- to encourage deinstitutionalization where
such a' program is consistent with the capacities of the individuals
concerned and where the home community can provide .alternative
services. We plan to continue this policy in our administration of
programs for the developmentally disabled:

UNIVERSITY AFFILIATED FACILITIES FOR THE DEVELOPMENTALLY
DISABLED

With regard to university-affiliated facilities for the developmentally
disabled, the program presently provides Federal support for inter-
disciplinary training in institutions of higher learning. It is similar
to activities supported in the maternal and child health program
of title V of the Social Security Act.

Grants may be made to cover the costs of administering and operat-
ing demonstration facilities and training persons for personnel needed
,to render specialized services to persons with developmental disabili-
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'ties. This year, $4,250,000 has been made available for trainingprograms.

Among the professional disciplines trained, in these facilities aremedical perSonnel, dentists, nurses, speech and hearing therapists,
nutritionists, physical therapists, occupational therapists, rehabilita-
tion specialists, special educators, psychologists, social workers, andrecreational specialists.

Each facility is encouraged to conduct a comprehensive programso that each discipline involved in the habilitation and rehabilitationof the developmentally disabled may be fully familiar with the
.contributions of the other disciplines,

ADMINISTRATION'S BILL

Now, Mr. Chairman, I' would like to discuss briefly S. 1194, the
bill proposed by the administration.

In general, our bill follows the format of title I of S. 462. However,
as we have indicated on several occasions in the past, there are anumber of features of title I of S. 462 which cause us serious concern.

Regrettably, because of the emphasis placed on title II, sometimes
these differences seem to be lost, so we do stress them again.

Some of the major differences between S. 1194 and S. 462 are asfollows:
ORGANIZATIONAL REQUIREMENTS

Our bill would not include, as does S. 462, a requirement that anOffice of Developmental Disabilities be established in the Office ofthe Secretary.
As I noted earlier, we are already taking steps to establish such aseparate office in the Office of the Secretary, making this Jarovisionof S. 462 unnecessary.
However, I cannot stress too strongly our strong opposition to

any legislation containing rigid organizational requirements whichlimit the flexibility of our ever-growing and ever more complex
Department in the management of its programs.

DEFINITION

Our bill, like S. 462, would include autism in the definition of
developmental disabilities. However, unlike S. 462, it would not
include specific learning disabilities in the definition, nor would it
remove the requirement that disabilities covered under the act be
neurological conditions.

As I stated in my testimony before this subcommittee last May 1,we do not object to these changes, provided that persons would still
have to meet, in order to be covered under the developmental disa-
bilities program, the three requirements listed in the definition. That
the disability.,originate before age 18, that it can be expeected to con-
tinue indefinitely, and that it constitute a substantial handicap as
newly and more explicitly defined in S. 462. \

We understand that, under this definition, those services which are'provided under other programs, such as education, mental health,
or vocational rehabiliCation services, are not provided under thisprogram.
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The approach we are proposing will limit,the progra to those-now
being served in order to maintain the sharp focus of tl is program on
its legitimate target group and will prevent the progr m's resources
from being unduly diffused over a wide range of in ividuals as a
result of an otherwise vague definition.

UNIVERSITY-AFFILIATED FACILITIES

Our bill would not include, as would S. 462, an aut orization for
grants for renovation and construction of university- ffiliated fa-
cilities. These grants were needed in the original act to fosts the initial
construction of these facilities.

However, since many such facilities now exist, this Federal assist-
ance is no longer needed. Moreover, this authorization ha not been
funded either by the administration or the Congress in th past few
years, and we, therefore, see no justification for continuing i . Instead,
we recommend that funds available for university-affiiliate facilities
be used for demonstration and training grants for such facilities.

The authority for grants to university-affiliated facilitiesin the ad-
ministration's bill would be similiar to that contained in ci rrent law,
except-that the emphasis of such projects would be focuse on inter-
disciplinary training programs and other demonstratiot training
projects and would not inchide the administration of dein nstration

We disagree with the contention of this committee, as expressed
in the committee report on H.R. 14215 during the last Congress, that
the UAF program was created primarily to provide services to the
developmentally disabled. We believe that the primary go 1 of this
pro am has been, and should continue to he, to provide tra ning for
professionals who work with developmentally disabled pers ns. We
believe that the satellite center program that would be establiShed by
S. 462 is not in line with this basic training objective of !,lie 'UAF's.

DECLINING FEDERAk2.1ATCH
-

We propose in our bill that the Federal matching share or state
grants under the developmental disabilitiesprogram be gra ually re-
duced from 70 percent in 1975 to 60 percent in 1976 and 50 iierpent in
1977. We believe it is appropriate for State and local goverriments to
assume an increasingly greater degree of responsibility fOr service
programs that affect their citizens, and that they should progressively
increase their share of support for these programs.

NATIONAL AND STATE' ADVISORY COUNCILS

The provisions in S. 1194 pertaining to the National /Council on
Services and Facilities for the Developmentally Disabled and the
State planning a,nd adyisory councils would embody +current law
rather than the Oxpandedprovisions contained in S. 462.

We believe that such expanded functions are inappropriately as-
signed to such o uncils because they vest operational. authority in
the councils whit would impede the effective administration of these
prOgrams bY the r sponsible State and Federal offici lsi
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FEDERAL APPROVAL OF. CONSTRUCTION PROJECTS

The administration!s bill would eliminate the requirement for
Federal, approval of construction projects under the State grant pro-
gram. The deletion of this requirement is in accord with our objective
of returning responsibility to State and local governments whenever
it is appropriate to do so.

TIME LIMITATION FOR REGULATIONS PROMULGATION

S. 462 would require the Secretary to promulgate final regulations
implementing title r within 90 days of the bill's enactment. Because
of the need to consult with interested parties and to issue a notice of
proposed ruleinaking before those regulations can be put into effect,
we regard suet' a time limitation as unrealistically short and as a
'serious impediment to the promulgation of effective regulations.

MoreOver,_ this proVision represents another potential limitation
on the flexibility of the Department to manage its programs. Therefore,
we have included no such provision in our bill.

EVALUATION OF SERVICES

Our bill would ,require the Secretary to develop, not later than
February 1, 1977, a design for a comprehensive evaluation system to
be implemented by the States ill-phases.

Each State, receiving funds under this act would be required to
implement the first phase of that system not later than October 1,
1977. We believe that such an approach to evaluation is more realistic
and effective than the unworkable requirement in section 121 of S. 462
for the development by the Secretary within 18 months of an evalua-
tion system. and plan for implementation thereof which would be a

model for State evaluation systems for all services delivered to per-
sons with developmental disabilities.

SPECIAL PROJECTS AUTHORITY

Our bill would provide a special projects authority which would
include authority for the Secretary to fund projects of special national
significance in this field. The 10 percent set-aside for this purpose in
the State grant portion of the act, which exists in present law and which
would be continued under S. 462, would therefore be deleted and
combined with other 'authorities.

Consonant with the aim of inducing greater State and local involve-
ment, the administration bill proposes terminating Federal support

"for individual special projects after 3 years of initial assistance.
This provision will give States and localities greater incentives to
scrutinize these programs and evaluate their effectiveness.

In addition, our bill would provide that projects funded out of
this special project grant authority could not receive funding under
section 304 of -the Rehabilitation. Act of 1973or section 303(a)(2)
of the.Public Health Service Act. These are the two authorities under
which service projects are presently funded.

Since we are proposing to create a new project grant authority for
the developmentally disabled to replace these present authorities, we
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feel that these authorities should not continue as a source ,of funding
for such projects.

S. 462, on the other hand, would eliminate section 304 of the Re-
habilitation Act as a funding source for these projects, but not section
303 of the Public Health Service Act.

We think that all three authorities,should be combined under this
-

AUTHORIZATIONS

Lastly, our bill would provide for authorizations of appropriations
which would correspond to the amounts set forth for these programs
in the President'S budget for fiscal year 1976. Thus, our bill would
authorize the appropriation of a total of $160.9 million through 1977.

-Of -this amount, $12.5 million for special projects has already been
appropriated for 1975 in Public Law 93-517, the Labor-HEW appro-
priations bill. The Senate bill, on the other hand, extends the program
through 1979 with total authorizations of $710.7 million.

We believe that, in light of the many demands on the Fe*eral budget
and the severe Federal deficits which we are facing in the upcoming
years, the authorizations in S. 462 are far too high..

QUALITY ASSURANCE

I Now, Mr. Chairman, I would like to turn to the very complex
subject of quality assurance in facilities providing care for develop-
mentally disabled persons.

The point I would like to emphasize once again for the subcommittee
' is that our Department is presently undertaking a far-reaching effort

to upgrade the quality-of care provided to developmentally disabled
Is, 'persons in medical or rehabilitative residential institutions.

As you know, on January 17, 1974, we published regulations estab-
I, lishing extensive standards for intermediate care facilities for the men

tally retarded (ICFMR's), and we are now engaged-in the major task
of impleMeriting them.

These standards, which we believe largely implement the same
objectives as title II of the Senate bill, relate to habilitative secrvices,
medical care, fire safety, physical environment and sanitation. They
aim at assuring that residents of ICF-MR's receive an array of services
keyed to their individual needs so that they may reach their putximum
.potential.

These regulations will have a substantial impact on the Well-being
of the many thousands of developmentally disabled persons who reside
in such facilities.

The ICJ MR regukitions, which are based on the recommendations
of the Accreditation Council for Facilities for the I\ lentally Retarded
of the Joint Commission on Accreditation of Hospitals, were issued
under title XIX of the Social Security Act. Consequently, they apply,
to all ICF-MR's certified for Medicaid reimbursement. Implementa-
tion of the standards must be completed by March 1977.

This phaSein period will allow many facilities to complete the,
expensive and time-consuming renovations which the regulations will
necessitate. Each intermediate care facility approved Co participate
hi, medicaid must, no later than March 1975, have a detailed plan for
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aneeting the requirements by 1977. If it does not progress in accordance
*th that plan, it will be barred from continued participation in the
medicaid program.

Our experience in developing and. implementing .these regulations
indicates that the level of detail of the standards represents the
limit that rkalistically can be expected of the network of facilities
serving the ilexelopmentally disabled.

While we iecognize that the ICFMR standards alone will not
succeed in raising the quality of care in all our institutions serving
the developmentally disabled, we believe that to go beyond, these
standards in the way that title II of S. 462 proposes to do would. be..
to make unrealistic demands on the thousands of agencies and facili-
ties involVed. Such demands could result in .a major disruption in the
delivery of services to the developinentallY disabled and create con-
siderable conflision and uncertainty for, and in many cases termination
of 'services provided by, individual'facilities and agencies.

Last year, we prepared a rather detailed analysis of title II of the
Senate bill, which is attached to the letter from the Secretary trans-
mitting to the Congress our new bill to extend the Developmental
Disabilities Act A copy of that letter! with the attached papery has
been lonyarded to each member of the subcommittee, and with your
permission, Mr. Chairman, I would ask that it be printed in full
with my remarks, if I may

Senator RANDOLPH. It will be printed in the record,at the conclusion
of your testimony.

Mr. WURZMAN. While our objections to that title are described in
detail 'in the paper, I would like to cite just a few examples of the
disastrous results which would ensue from enactment of that

.1egialation.
1. Section 204 authorizes the Secretary to make grants to assist

States in bringing publicly operated and federally assisted residential
or community facilities and agencies into compliance with the title II
standards.

While the precise number of facilities affected by title II is unknown,
for the purposes of preparing cost estimates, we have. estimated that
at least 6,000 facilities are involved. A ffinservative estimate of the
amount needed by each residential institution over 5 years to bring
itself into compliance with the title II standards would be $1 million.

Thus, at a minimum, the cost of bringing each facility into com-
pliance with these standards would be $6 million. This total would be
reduced to approximately $1.250 billion if only residential facilities
which proVide medical services received the financial assistance;
however, this lower figire does not take into account thousands of
facilities proyiding personal care and thousands of community
service agencies, all of which would be affected by title II.

2. Section 205 of S. 462 would permit "Federal assistance payments
authorized under Federal law" to "publicly operated or assisted
facilities for the developmentally disabled only if" the facility pro-
vides evidence that such payments have not resulted in nor will
result in any decrease in per capita .State and local expenditures for
services for the developmentally disabled which would otherwise be
available to the facility.

,While we do, not object to the concept of maintenance of effort
wrequirements, e believe that perpetual maintenance of effort oblige-
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tions are undesirable. Moreover, we object to this particular provision
because we feel it is inequitable to hold an individual facility respon-
sible for assuring that State payments to the facility do a. t d "ecrease.

In addition, it is possible that this section would not accomplish its
desired effect since there is no sanction to be applied against States
who fail to Maintain total current expenditures for the develop-
mentally disabled.

3. Section 206 of S. 462 would authorize the withholding of all
Federal paynents, whether direct or indirect, to any program bf
community care ,or residential facility for individuals with develop-
mental disabilities unless it meets the standards established by title II
Within 5 years.

-Our principal concern with this provision is that it could -result in a
major_disruption in the delivery of services to the developmentally
disabled and to others in facilities which receive Federal reimburse-
ment fel. 'services rendered.

This provision would create considerable confusion arid uncertainty
for both State, and individual facilities and agencies which are cur-
rently in the midst of planning for and implementing; the existing
Federal ICF standards, but I have referred- to the ones we have
already put into place under already existing provisions-45f law.

In addition, because section 206 would apply to facilities receiving
medicare and medicaid reimbursement, it could create hardships ;for
the nondevelopmentally disabled populations receiving services in such
facilities, since it could result in a facility's loss of medicare or medicaid
funds for all of'its patients.
r Lastly, this provision, since it would apply to so many different
facilities and so many sources of Federal funds, would create an ov r-
whelming administrative burden, since residential and commune y
facilities and programs receive Federal funds from a variety of Sta e
and local, as well as Federal, agencies.
.,Effective enforcement of the withholding of Federal funds, par-

ticularly enforcement with respect to funds paid indirectly as a.result
of revenue sharing, would require a massive monitoring and tracking
effort, involving a great increase in Federal regional manpower.

4. Section 211 of S. 462 requires individual written habilitation
plans to be developed and modified lit "frequent" intervals on behalf
of each developmentally disabled person who is residing in a residential
facility, community facility, and agency to which the title II standards
apply.

We estimate that the cost for an initial evaluation of an individual
would be $400, based on the services of ,a four-person basic team
working one-half of a day.

Quarterly evaluations would be an estimated $100 each. The first-
year cost' for the habilitation plan would therefore be an estimated
$700 per person, or a total of $5.6 billion, based on an estimated
population of 8 to 8.5.million persons.

This estimate of the affected population is considered conservative;
other estimates have placed the target population as high as 20 million.

Not only would the cost of section 211 be prohibitive, but it would
require measurementein areas where assessment is difficult to make,
such as affective and .cognitive development. There are only a few
personnel trained well enough to make the sort of assessments required
under this section.
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5. Section 212 would require that each developmentally disabled
person served by a facility or agency be assigned a program coordinator
responsible for implementation of the person's individual . written
habilitation plan. For an estimated- population of 8 million persons,
1 million highly trained health personnel would have to be available
to serve as program coordinators.

Moreover, as I indicated earlier, these personnel would have to be
exceptionally well trained in order to perform the functioni required
by title II. This number of highly trained personnel is siTply not
available.

Mr. Chairman, I think you can see that the resources in terms of
manpower and money that would be needed to enable the many
facilities and agencies affected by title II to comply with the require-
ments of that title are not available.

I greatly fear that the result of placing such clearly unrealistic
demands on these facilities would only result in their refusal to provide
any care at all fordevelopmentally.disabled persons.

Such a result would, in our opinion, be clearly undesirable and
counter to the objectives .that both the Congress and the administra-
tion share, which 'is improved care for these persons.

believe that we should be looking to the next step to be taken
beyond the existing ICF quality assurance program. We certainly
agree with the subcommittee, on that subject.

It is our judgment that the next initiative in quality assurance needs
to focus on the residents themselves, to insure that they are receiving
and responding to effective programs of care that are helping them to
develop and to reach their potential as fully as possible.

Wb refer- to this approach as the outcome approach of quality
assurance, wherein we seek to measure a facility's performance by the
results it produces with its residents.

While we have long been committed to such an "outcome" al),
proach--indeed, this idea received considerable discussion in th::.
Department at the time the ICF regfilationsowere being developedwe
feel there is a lack in the technological ability to implement it.

However, recent developments in the developmental disabilities
field= some ,of which occurred in projects sponsored by HEWhold
promise that we an move in this difeition.

Unfortuhately, technology will not allow us to adopt national
outcome stewards, such as those proposed by part B of title II of S.
462, but an outcome approach does constitute the next necessary, step
in our efforts to raise the standard of care for the developmentally
disabled.

We believe we should have authority to move in this direction as the
approach is validated.

For the reasons-stated above, we strongly oppose the enactment of
S. 462 and urge, instead, the prompt enactment of the administration's
.bin as an effective instrument for meeting the needs of the develop=
mentally disabled population.

This concludes my statement, Mr. Chairman. My colleagues and I
bewill pleased to answer any-questions you and your subcommittee

members may have.
Senator RANDOLPH. Thank you Mr: Secretary.
You are, of course, not a newccim er to this subjecl, and neither are

the'members of the subcommittee. We have worked with each other
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and soMetimes at odds with each other, but I never have thought of it
as a polarization. We have expressed our viewpoints very vigorously, as
you have done this morning in your statement.

I do not want to be critical just for the sake of criticism, but I do
want to tell you that the statement that you have presented was
provided to our subcommittee only this morning. There was no op-
portunity for us to distribute it to the members of the subcomMittee
who,might not be able to attend our hearing but who might have ques-
tions that they would want to present to you and to your associates,
Mr. Franklin and Mr. Lynch.

I was unable to review the statement. I attempted to, listen, very
carefully as you spoke, and have some questions to ask now. However,
after further review, I am sure that I will have more comments and
questions, which I will send in writing for your response.

Would That be agreeable?
Mr. KURZMAN. Absolutely, Mr. Chairman,
Let me apologize for not complying with the committee's rule. We

have very strict orders from Secretary Weinberger to comply with the
committee's rule in this regard.

We have great difficulty, as you know, in doing so, partially because
of the demands made on the Department to testify on a great variety
of subjects, and partially I must say because of the complexity of the
Federal Establishment in making sure that all parts of our Department
and the Federal Government get to see a statement and make input
to it, which is only for our people who have related functions,, particu-
larl3r.in a field such-as ours.

However, we will be happy to answer any questions that the sub-
committee wants to put to us in writing. (See pp. 4C:0-487.)

Senator RANDOLPH. I do know these problems of complexity, but it
is worth our stating once again that it is very helpful when yoU can
have this information ahead of time.

Senator Stafford knows that on our Committee on Public Works, if
witnesses do not send their testimpny to us 24 hours in advance of the
hearing, we do not allow them to testify. There may be reason, of
course, to modify that rule in certain instances; but we are constantly
faced with the fact that people have known for or or 3 weeks that they
were to testify on a certain date but have not provided us with state-
ments in advance. It is a difficult situation in which you, of course,
find yourself, and also one in which we are not completely at ease.

Now, to get on to the questions.
We know that today we are in a recession. Our faltering economy

is a matter for concern not only at the Federal level kit at the State
level.

I have talked with some 15 Governor since this Congress has
begunAppalachian Governors, for example. Senator Stafford and
I have been meeting with Governors who have talked about programs
of highway construction throughout the country. In addition, I have
been talking with many of the mayors of the communities in 'West
Virginia at the recent convention here. I am led to believe that this is
a difficult time to ask the States or the other political subdiVisions to
increase their share of the programs that we have been mandating.
- I am sure you nossiblywill agree with that statement.

Mr. KURZN1AN. Mr. Chairman, these are difficult times for our Nation,
indeed for. the entire world, economically I think, as Secretary Wein-
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berger has said in answer to a similar question before other subcom-
raittees on other Administration proposals made to shift a greater
share of the cost pf some of our shared Federal-State matching
programs from the Federal Government to the States, as in the de-
velopmental disabilities program, it is a question of relative misery
we are talking about.

We think both the Federal and State and local levelsall levels'of
governmentare hard pressed, as is the economy in general; but-that
the level of deficits being experienced and likely to be experienced by
Federal Government is Of a much higher order proportionately,
certainly in absolute terms, than, that faced by the States.

In addition, in the President's program, there is a proposed increase
designed, impart,,to meet additional costs that the States and localities
would experience through increased fuel and other energy costs.
We think that in many States the situation simply is note as great .as
it appears to be economically for the Federal Government.

Senator ,ItArrooLPH. Mr. Kurzman, 'I am entirely bipartisan, and
I know I do not have to talk on these subjeCts with Bob here. I think
that the President has said that he would iridt sign into law new pro-
grams which were enacted by the Congress, even if they were programs
that he himself thought were important. . ,

Am I wrong in that statement?
I may, have a reason to modify it, but I believe he said that he

looked with disfavor upon new programs as we go into this Congress.
Mr. KURZMAN. That is my understanding, Mr. Chairman.
Senator RANDOLPH. Is that your .understanding?
Now; that leads me to the question.
Is this a new program?'"
Mr. KURZMAN. No; Mr. Chairman. I would say much like two

dozen other programs which expire this June 30, or have expired in
prior years, the administration has' requested the extension of those
programs then.

Senator RANDOLPH. Then why do you propose a cutback in the
Federal matching share? Programs for handicapped persons are often
enacted becatise neither the State nor local level is able to do the job
or give priority to programs for handicapped persons.

Mr. KURZ:VAN. That is .my understanding of the origin of the
-:proram.

SgenatOr RANDOLPH. I am disappointed and frustrated when, the
items that are cut ,at, the Federal level are those that help the.handi-:
capped people and elderly people.

So, as we consider this legislation, we are trying to give equal oppor-
tunities to the handicapped population in the United States of

, America.
Wehave tried tohring these services to the handicapped individuals

in the States, for it appears that State and local governmentsare unable
to provide them.

So I am not sure that this is, the time when we ought to cut back on
the Fedeial share; certainly that is a matter for us to consider.

Do you feel there should be a cutting back on the Federal share,
regardless of what the States and local communities can do?

Mr. KinizmAN. Mr. Chairman, I suppose I would have to say I
would disagree with the characterization of what we are proposing as
a cutback.
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We are proposing to spend the same amount of Money that we are
currently spending from the Federal Treasury on this program. What

0 we are proposing is that the proportions change in the future, and
that States contribute a larger amount to the same projects than they
are now, but not to reduce the amount the Federal Government Pro-
vides for it.

I should point out that we are talking in the realm of ..a FederaL
budget, as the President has proposed it, for fiscal year 1976 _which
would increase HEW's total: spending for the vulnerable groups that
we -serve the aged, the handicapped, children, the illfrom almost
approximately $111 billion,to approximately $119 billion.

What we propose is not alcut but ti slowing in the rate of increase
of our Department overall. p what we propose is not adopted, the
rate of increase would be more in line N.vjth the approximately 17
percent we have been experiencing each' in the prior 10 years Or
so, and would increase the total another $8 billion, which would
bring it u.to about $127 'billion.

So we are not talking (about a cut in any absolute terms. We are
talking about a proposed slowing in the rate of increase. A very
large proportion of the HEW budget, as proposed by the President,
would- go to the benefit of the handicapped, not all, obviously, under
developmental disabilities program, but we are estimating a total
expenditure, as I have said in the prepared statement, for this target
group in the range of $800 million, taking all our provanis into
account, and we are not proposing in any way to cut that in fiscal
1976.

Senator RANDOLPII: You proposed in your statement, on page 7,
that under this specific program the Federal share -would decrease from
70 percent in 1975 to 60 percent in 1976 and then 50 percent in 1977.

You indicate that theSe States, of course, and local entities of
governnient should increase their participation.

I think that would:be 'a Federal cutback.
From your standpoint, that might not be indicative of an actual

cutting of program, but it seems to me that perceptage decrease would
so indicate.

I have no desire to take up too much time, so I turn the question-
ing over to Senator Stafford. I might have a further question after he
has concluded.' A

Senator STAFFORD. Thank you very much, Mr. Chairman.
I have in mind the possibility that we, might wish to submit ques-

tions in writing to the Department to Mr. Kurzman in_the interest
of saving time.

But I do have a few questions that I would like to present to you
at this time.

My first one- is, what do you believe, Mr. Kurzman, the Federal
role is in insuring that rights of individuals in ,residential or com-
munity facilities are being protected?

Mr. KURZMAN. Senator Stafford, our role, I think, as is exemplified
in the ICFMR regulations, which are now in place and being en-
forced, is to set realistic enforceable standards, to require the States
to conduct the kinds of surveys necessary within the facilities in
those States and advise us as to the outcome of those surveys, to
enforce through the States and- under the medicaid program in the
case of indiVidual facilities which fail to meet those standards, or to

44K2,,.

O



-438

meet the timetables for planning to meet those. standards, by way..
holding the Federal funds, as we have done in the case of the skilled
nursing facilities.

In some instances, it is necessary to enforce by using the Federal
courts. As you know, we have brought lawsuits against the State of
Pennsylvania under the ICFMR regulations, and I think that i's a
primary function.

I would be happy to have Peter Franklin amplify if I' have not
covered it all.

Mr. FRANKLIN. Senator Stafford, I would like to add just one point
that we must continue to improve the State of the art after addre.sing
the needs of the developmentally disabled.

I would like to amplify one thing Mr. Kurzman mentioned in his
testimony.

This is to look at outcome measures. We are just beginning now to
break through and be able to look at the impact directly on a patient
or resident of a facility or a program. Our regulations to date, and the
statutes, too, very much look at the capacity of a facility to deliver
a certain service to an individual, not of a service as it directly impacts
on the individual, and the progress of the individual. We must become
much more patient centered, and we are very actively, pursuing this
now.

. .

Senator STAFFORD. On page 15 of your statement, Mr. urzman, .

you used figures in connection with patient ratio, requirement for -a
coordinating on the basis of 1 to 6, and this Senator's understanding
is that in the State of California, where a syStem like this is currently
working, the ratio at worst is 1 to 40, and in some instances 1 to 120,
making an average of 1 to 85.

We wonder where you got your figures.
Mr. FRANKLIN. Senator Stafford, Mr. Kurzman asked me to try to

respond to this.
We got our figures by talking to the HEW staff and the Social

RehabilitatiOn Service and the Public Health Service, and estimating
what it would take to implement what is required of a coordinator
under S. 462, so it requires quite a few skills.

Such as financial skills, social skills, educational skills.
Therefore, it would take a highly trained person to pay the level of

attention we think it would require to address all these adequately.
for a developmentally disabled person, so that the ratio that we have
proposed we believe is appropriate.

Now, certainly you could expand the ratio, as California has done,
but to meet these needs I would have to say that would be totally
inadequate to fulfill what we at least thought we understood was the
intent of the people who wrote the bill.

Senator STAFFORD. If we understand each other, then,your position
is that the ratio of 1 coordinator to 40 patients would be unrealistic
and unworkable?

Mr. FRANKLIN. Yes, sir, 'that is our position.
Senator STAFFORD. Have you been aware of the California 'program?
Mr. FRANKLIN. Only in general, sir.
I was in California several weeks ago and talked gibme of their

top health people in State and county government, and I am aware
of what is going on. But to deal with that level of ratio on an ongoing,.
basis, the amount of hours they are able to spend with a person in a

'
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40-hour week would be just 1 hour, which would mean.just one meet-
ing with the educational assistant for the individual, yet the needs of
the individual in as comprehensive a program as this far exceeds 1hour a week.

Senator STAFFORD. Did you talk with any of the California peoplein ascertaining from them whether they believe their program. .is
or not working' effectively?

Mr. FRANKLIN. I got different opinions from them.
It is better than nothing, sir, certainly. And it is very important to ,have proper support, but to say that this was totally adeqUate to

meet the needs of the people, sir, I know of no one out there who
would support that, and certainly we do not support it.

Senator STAFFORD. Thank you.
To get back Mr. Kurzman, to your statement, on page 8, at the

top of the page, you say that:
We believe that such expanded functions are inappropriately assigned to suchcouncils because they ,vest operational authority in the councils which would

impede the effective administration of these programs by the responsume Federaland State officials.

This is Under the subject, "National' and State Advisory Councils."
Could you detail for us the functions incorporated in S. 462 which

apply especially on a State level?
Mr. KURZMAN. If you will give me just a moment.
Senator STAFFORD. If it will save time, we could ask you to respon dto it in writing.
Mr. KURZMAN. I would much prefer to do that. (See p. 461)
I would say, in general, we believe for input in many of our pro-

grams, particularly ones of this sort which,are designed to be gap fill-
ing and coordinating and planning programs; advisory councils at the
local level can have a very important function,hut we think that it is
also a rniStake, when we hear this constantlyas I am' sure you do
from State and local government officialsto diffuse the operating
responsibility away from the government officials.

They are elected and appointed to do the job, and we think they
should have the responsibility for carrying it out. They .should get
the advice of citizens, and the advisory council is certainly an ac-
ceptable way to do it.-We propose that that feature of the ad be con-
tinued, but w would' object to giving them what we think of as
operating responsibilities.

Taking a look at the subsections, I can pick off at least three of the
subsections while I am sitting here, and if we may amplify this in
writing, I would appreciate it.

Subsection (b)(1) on page 35 of the bill imposes upon the State
planning 'council the reqthrement to develop and prepare the State
plan required by section 1,14.

Again, we would have no objection to having an input in the plan,
but I do not know whether it is good policy to shift from the State
agency the responsibility for the actual preparation of that plan.

Senator STAFFORD. That is giving States a greater participation in
the whole program, is it not?

Mr. KURZMAN. I think our understanding, Senator, is that this
would take away from the State official and give it to the planning
council, which is not all State officials but includes the public citizens
as well:
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I thinli, it is not a question of State versus local or State versus
Federal. Certainly we agree that the State ought to have a key role
here:, and we always maintain this on the basically operated authorities.

It is jhst a question of the State levelshould it be in the hands
ultimate hi .of the last order of the public officials, the Governor's
represenIta(ives? I think dna is where we would recommend to you
that it ,be.,'.

Subsektron (3) would call for the council establishing ,priorities for
the diserili4tion of funds for programs for persons with developmental
disabifftiesiiwithin the State.

Again, those authorities, we think, ought to be established by
Government officials and not by the council.

subsection (4) calls for a review and comment on all State
plans in the State which relate to programs affecting persons with
developmental disabilities.

Again, as in the case of subsection (1), it is vesting authority in a
nongovernmental body which we think ought to remain with the
governmental body.

Senator STAFFORD. Thank \you, Mr. Kurzman.
If you have a further elaboration on the question you wish-tomake

in iriting, we would be glad to receive it. We would ask that they be
sent up here as expeditious] as possible so we may consider them on a
timely basis within the context of our own plans.

I think I would conclude at this point by saying I do think you
have-done a very good job as advocate of the Department, and on
behalf of the Department's bill in presenting the Department's reac-
tion -to the bill which the chairman, Senator Randolph, and I and
others have introduced, which is also in front of the committee.

It is my hop that we, can work out differencesand reach a bill
which both the'administration and this subcommittee can support.

I suppose, Mr. Chairman, it ought to be almost off the record,hut
I cannot help but reflect that the former Under Secretary, Frank
Carlucci, used to take part in these deliberations, and then he left
the Department to resume his career as a, diplomat and, became
Ambassador to Portugal.

I wonder now if he sometimes does not wish he were back here
dealing with the complexities of HEW instead of the complexities of
Portugal.

Mr. KHRZIIAN. I do not know about that, Senator Stafford, but I
can say\ we miss him very much at the Department.

Senator RANDOLPH. Thank you very much, Senator Stafford.
It is thought that some of the money that may have been better

used for. Federal projects and programs to bring services to handi-
capped persons has gone into travel expenditures.

Would you be able to give us some breakdown in writing of the
travel costs that have been involved as you have administered these
programs?

I am not saying this as. a direct criticism of you, but expenditures
for travel are being questioned by Committees here on the Hill, and
properly so. Sometimes travel takes dollars away from services.

Do you understand?
Mr. KURZMAN. Yes, Mr. Chairman, I do. And we have been asked

that question on other subcommittees, and we will be happy to
supply that for the record:
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I assume you mean both at the State as well as the Federal level?*
Senatdr RANDOLPH. Oh, yes, indeed.
Mr. Kurzman, Senator Stafford and I, as we have indicafeCI,

have questions which will be directed to you for response by letter.
Senator Harrison Williams, the chairman of this committee, has

asked that I say to you that he will also, in his own right an indi-
vidual Senator and as chairman of the committee,
qtiestions directed to you for response by writing.

.

Mr. KURZNIAN. We will be happy to answer those-for the record,,
Mr. Chairfnan.

Senator RANDOLPH. We thank you, Mr. Kurzman, and Mr. Frank-u
lin and Mr. Lynch.

VWe lookorward to a joint effort in enacting legislation which will
benefit developmentally disabled persons. I hope that, even though
there are differences between us, we can modify them and not lose
the constructive contributions that either the administration or the
Congress can make. It is the responsibility of all of us to see that,
through legislation and the implementation of the law, these people
are given opportunities so that they can become as independent as
possible and contribute to this society, which belongs to us all.

Mr. KURZMAN. Thank you very much, Senator Randolph and
Senatbr Stafford.

[The ptepared statement of Mr. .Kurzman with accompanying
responses to written questions submitted by Senators Stafford,
Williams, Javits, and Mondale, and additional pertinent material
'supplied for the record, follow:]

\
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INTRODUCTION

Mr. Chairman ands members of the Subcommittee, it is a pleasure to

/-
appear before you once again to discuss our views on the Federal Govern-

.

ment's 'role in the developmental disabilities program and to- present our

comments regarding S. 462, the "Developmentally Disabled Assistance and

Bill of Rights Act."

As you know, the authority for the Developmental Disabilities program

expired on June 30, 1974. The House and Senate passed widely differing

bills to extend this program during the last Congress under the same

number., H.R. 14215, but the differences between the two versions were

such that they could not be resolved in conference. This year, the same

bills have been reintroduced as H.R. 4005' and S. ..62,.and the differences

between thei still remain.

I am sure you can understand our desire to see the impasse over the

extension of this worthwhile program broken so that,both we andthe

Stales'can proceed with our planning free from the present uncertainty;

We have taken a new look at our own position, contained, in two bills

introduced during the last Congress (H.R. 12892 and S. 3011), and have

developed a new bill which, we feel, is an improvement that can be

accepted by both the House and Senate. Our bill has been introduced,

at our request, by Senator Stafford as S.1194.

In additton,,Mr. Chairman, over the last few months we have examined

carefully the very complex quegillin of how to ensure that the care
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provided by institutions serving developmentally d sabled persons

meets Certain necessary standards. I believe we ould all Agree that

the standard of care providea in too many of our institutions today

lshouldbe,improved. This Subcommittee has attempted to address this

problem in Title II of S 462, as have several members of the House

in such bills as H.R. 687, We strongly disa

i

ree with` he approach

...

taken in these bills.

Our Department has undertaken over the past year the massive effort

of establishing and enforcing standards fop the 1,250 residential medical

facilities funded under the Medicaid program. It is our judgment that

implementation of legislation such as Title II of S. 462 would have the

untow7rd effect of not only duplicating and slowing the efforts already.

undeiWay, but in fact erasing the progress that has been made thus far.

We elieve that our present efforts constitute a good first step that

should not be duplicated. Rather, we should be. looking ahead to see

how we can best build upon the foundation already established. In a

few minutes I would like to discuss some of our ideas on this-subject

with you.

Status of Developmental Disabilities Program

First, however, I would like to describe briefly some of our current

activities under the Developmental Disabilities program. Aryou may

)(now, the Developmental Disabilities program has been administered

by the Division for Developmental Disabilities in the Rehabilitation

Services Administration (RSA). When the Rehabilitation Services Administration

was tlnnsferred at the beginning of last month from the Social and

Rehabilitation Service to the Office forOuman Development, the Division

c
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for Developmental Disabilities was transferred with it. We are now

in the process of istabliehing a'separate-Office for Developmental

Disabilities, with its Director reporting th the Assistant Secretary for

Human Development,

The Developmental Disabilities program, as you know, is designed to achieve

three basic purposes. The first is the development and improvement of

planning capacity.at State and local levels to utilize effectively the

wide range of resources currently avail4le .to aid the developmevally

disabled. This Department alone is providing this year an estimated

$800 million in such assistance from such agencies as the Office of

Education,the Social and Rehabilitation Service, the Office for Human

'Development, the Health Services Administration, and the National

Institutes of Health, and even more assistance is made available by

State and local agencies. One aim of this program, then, is to enhance

the capability of State and local agencies to plan for the use of all

these resources in a coordinated, effective manner.

The necond basic purpose of the program is to serve as a catalyst to
6

otiMulate the expansion of services for developmentally disabled persons

at the State and local level. The third purpose is the establishment of

an integrated network within which services at the State and local level

will be coordinated. In atteipting to achieve these purposes,, a major

emphasis of the program Is on the authority of the States to determine

theil own goals and the methods to achieve them. This flexibility has

enabled the States to manage the program effectively.

450
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StatePrograms

Fifty -'five States and Territories have designated State Planning and

Advisory Councils and agencies to administer planning, services, and

construction activities under this program. Approximately $28 million-,

or 912, of the $30.8 million expended this fiscal year under Part C of

the Act has gone directly to the States and Territories. The States

..have indicated, on the average, that they will use 73% of their funds

for services, 25% for planningapd administration, and 2% for construction.

A significant trend in the operation of the program has been the increased

efforts by many States_tddeinstitutionalize developmentally disabled.

persons. North Carolina, Wisconsin, Washington, and California,,in

particular, have all emphasized this goal with success. It is generally

agreed that returning the institutionalized individual to the community

has in the majority of cases a good effect on his rehabilitation. ./t

is/pMb Tolley of HEW to encourage deinstitutionalization where such a

program is consistent with the capacities of the individuals concerned

and where the home community can provide alternative services. 'We plan

to continue this policy in our administration of programs for the develop-

mentally disabled.

a

ttniv(reity-Affiliatid Facilities for the Developmentally Disabled

ptogram presently provides Federal support for interdisciplinary

training in institutions of higher learning. It is similar to activities

mi-ported in the Maternal and Child Health program. Grants may be made

to cover the coals of administering and, operating demonstration facilities
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and training,programs for personnel, needed to render specialized services

to persons with developmental disabilities. This year $4,250,000 has been

made available for training programs.

Among the professional disciplines trained in these facilities are medical

personnel, dentists, nurses, speech and hearing therapistsritionists,

physical therapists, occupational therapists, rehabilitation specialists,

special educators, psychologists, social workers, and recreational

specialists. Each facility is encouraged to conduct a comprehensi'Ve program

NO that each discipline involved in the habilitation and rehabilitaton

of the developmentally disabled may be fully familiar with the contributions

of the other disciplines.

', Administration's Bill

-Now, Mr. Chairman, I would like to discuss briefly S.1194, the bill

proposed by the Administration. In general, our bill follows the format

of Title I of S. 462. However, as we have indicated on several occasions

In the past, there are a number of features of Title I of S. 462 which

OWN° us serious concern. Some of the major differences between S. 1194

and S. 462 arc as follows:

'organizational Requirements .

Our- bill would not include, as does S. 462, a requirement that an Office

of Developmental Disabilities be established in the Office of the Secretary.

An I noted earlier, we are already taking steps to establish such a,

separate office In the Office of the Secretary, making this provision of

S. 462 unnecessary. However, I cannot stress too strongly our strong

oppoOtton to any legislation containing rigid organizational requirements

which limit the flexibility of the Department in the management of its

programs.

4 52
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Definition

Our bill, like S. 462, would include-autism in the definition of developmental

disabilities: Hdwever, unlike S. 462, it would not include specific

learnt g disabilities in the definition, nor would it, remove the require-

ment that disabilities covered under the Act be neurological conditions:.
//

/ As I utated in my testimony before this Subcommittee lait May 1, we do

6

not object to these changes provided that persons would still have to meet,

in order to be covered under the Developmental Disabilities program/ the

three requirements listed in the definition: that the disability originate

before age 18, that it can be expected to continue indefinitely,,a4d that

t

t constitute a substantial handicap ms newly and more explicitly defined

In S. 462., We understand that under this definition those services which

are provided under other programs, such as education, mental health,

or vocational rehabilitation services,are-not provided under this program.

This approach will limit the program to-those now being served in order to

maintain the sharp focus of this program-on its legitimate target group

and willpreVel:I the program's resources from being unduly diffused over

a wide range of individuals as a result of an otherwise vague definition.

University Affiliated Facilities-

Our bill would not include, as would S. 462, an authorization for grants
'e 0

lor renovation and construction of university-affiliated facilities. These

grants were needed, in the original Act to foster the initial construction

of these facilities. However, since many such facilities now exist, this

Federal assistance is no longer needed. Moreover, this authorization has

not been funded,for the last few years, and we therefore see no justification

for continuing it. Instead, we recommend that funds available

for university-affiliatedfacil_ties be used for demonitration and training

grants for such - facilities.

o
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The authority-for grants to university-affiliated facilitiesAm the

Administration's bill would-be similar to that contained in current

law, except thatAthe emphasis of such projects would be focused on

interdisciplinary training pregrams and other demonstration training

projects and_would not include the administration of demonstration facilities.

We disagfee with the contention of this COmmittee,as expressed in the

CoMmittee report on H.R: 14215.during.the last Congress,-that the'llAF

;program was crea /ed primarily to provide Services to the developmentally

disabled. We-bel ve that the primary goal of this program has. been,

and should inne to be, to provide training for professionals who work

With developmentally disabled Persons. We believe that the Satellite

Center progiam that would be established by S. 462 is not in line with

this basic training'objective of the UAFs.

.Declining Federal Match

We propose in our bill that the Federal matching share for State

grants under the Developmental Disabilities program be gradtiolly reduced

from seventy percent in 1975 to sixty percent in 1976 and fifty percent

In 1977. We believe it Is appropriates for State and local government's

to assume an increasingly greater degree of responsibility for service

programs that affect their citizens, and t4dc they should Progressively

increase their share of support for cneoe programs.

National and State.Advi',cs:v Councils

The provisions /in S. 1194 pertaining to the National Council on

Services and Facilities for.the Developmentally Disabled and the State planning

and advisory councils would em,ody current law rather than the expanded
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provisions contained in S. 462, We believe that such expanded

functions are inappropriately assigned
to such councils because they

vest operational authority in the,councils which would impede the effective
r

administration of these programs by the responsible Federal and,State

officials.

Federal Approval of Construction Projects

The Administration's bill would eliminate the requirement for Federal

,atillroval of construction projects under the State gkant program. The

deletion of this requirement is in accord with our objective of rekprning

responsibility to State and local governments whenever it is appropriate'

to do so.

Time Limitatien for Regulations Promulgation

S. 462 would require the Secretary to promulgate final regulations ample-

"'menting'Title'T within 90 days of the bill's enactment. 'Because of the

need to consult with interested pskties and to issue a notice of proposed

rulemaking before those'regulations can be put into effect, we regard

such a time limitation as unrealistically short and as a serious impediment

to the promulgation of effective regulations. Moreover, this provision

represents another potential limitation on the flexibility of the Department

to manage its'programs. Therefore, we have included no such provision in

our bill.,

Evaluation of Services
'

Our bill would require.the Secretary
to develop not later than February 1,

.
1977. a design for a compreheWsive evaluation system to be implemented

by the,States in phases. Each State receiving funds under this Act would

,
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be required to implement the first phase of that system not later than

,October 1, 1977. We believe that such an approach to evaluation is more

realistic and effective than the unworkable requirement in Section 121 of

S. 462efor the development by the Secretary within eighteen months of an

evaluation system and plan for implementehion thereof hich would. be a

model for State evaluation systems for all services de ivered to persons

with'developmental disabilities.

Special Prolects-Authority

Ourbill,would provide a special projects authority which would include

authority for the Secretary to fund projects of special national significance.

'The ten per cent set-aside for this purpose in the State grant portion

of the Act, which exists in present law-and which would be continued

under S. 462, would therefore be deleted.

Consonant with the aim of inducing greater State and local involvement,

the Administration bill proposes termi9pting Federal support for

individual special projects after threelyearssof initial Asistance.

This provision will give States and localities greater incentives to

scrutinize these programs and,evaluateitheir effectiveness.

In addition, our bill would provide that projects funded out of this

special project grant authority could not receive funding under SeetlOn

304 of the Rehabilitation Act of 1973 or Section 303(a)(2) of the-Public

Health Service Act. These are the two authorities under which service

projects are presently funded. Since we are proposing to create a new

project grant authority for the developmentally disabled to replace

these present authorities, We feel that these authorities should not .

45i.
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continue as a source of funding for such projects. S. 462 would eliWinate

Section 304 of the Rehabilitation Act as a funding source for these

projects, but not Section 303 of the Public Health Service Act.,

Authorizations

Lastly, our bill would provide for authorizations of appropriations which

would correspond to the amounts set forth for these programs in the

President's budget for fiscal year 1976. Thus, our bill would authorize

the appropriation,of a total of $166.9 million ,through 1977. Of this

amount, $12.5 million for special projects has already been 'appropriated

for 1975 in P.L. 93-517, thepLabor-HEW appropriations bill. The Senate,

bill, on the other hand, extends the program through 1979 with total

authorization. of $710.7 million. We believe that, in light of the many

demands on the Federal budget and the severe Federal deficits which we

are facing in,the upcoming years, the authorizations in S. 462 are far

too high. t

OualityfAsPurance

Now. Mr. Chairman, I would like to'turn to the very complex subject

Of quality assurance in facilities providing care for developmentally,

disabled persons. The point lyould like to emphasize once again for

thk Subcommittee is 'chat our Department is presently undertaking a far-

reaching effort to upgrade the vality of care provided to developmentally

dinableu persons in medical or rehabilitative residential institutions.

On January 17, 1974, we published regulations establishing extensive

standards for Intermediate Care Facilities for the Mentally Retarded

(ICF-Mit's), and we are now engaged in the major task of implementing

them.' These standards, which we believe largely implement the.same

objectives as Title, II of the Senate bill, relate to habilitative services,

medical care, fire safety, physical environment and sanitation. They

aim at assuring that residents of ICF-MR's receive an array of
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sery ices keyed to their iadIvidual needs so that they may reach

their maximum potential. These regulations will have a substantial

impact on the well-beLg of the mars thousands of development.ally

disqbled persons who reside in such facilities.

The ICF-1111 regulations, which are based on the recommendations of

the Accreditation Cuncil for Facilities for the Mentally Retarded

of the Joan: Commission cn Accreditation of Hospitals, were issued

limier Title XIX of the Social Security Act. Consequently, they

apply to all ICF-MR's certified for Medicaid reimbursement. Imple-

mentation of the standards must be completed by March 1977. This

phase-in period will allow manyfacilitiesto complete the expensive

and time-consuming renovations which the regulation; will necessitate.

Each intermediate care facility approved to participate in Medicaid

must, no later than March 1975, have a detailed plan for meeting the

requirement's by 1977. If it does pot progress in accordance with that

plan, it will be, barred from continued participation in the Medicaid

piogram.

Our experience in developing and implementing these regulations indicates

that the level of detail of the standards represent(ihe limit that

.realistically can be expected of the network of facilities serving

the developmentally disabled`. While we recognize that the ICF-MR

standards alone will not succeed in raising the quality of care in

453
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all our institutions, serving the developmentally disabled, we,

believe that to go beyond these standards in-the way that Title II

of S. 462 proposes to do would be to make unrealistic demands on

the-thousands of agencies and facilities involved. Such demands

could result in a major disruption in the delivery of services to

the developmentally disabled and create considerable confusion and

Oncertaintyjor, and in many cases termination of services provided

"0
by, individual facilities and agencies.

Last year, we prepired.a rather detailed analysis of Title II of

,the Senate bill, which is attached Co the letter transmitting to

the Congresi 'cur new bill to extend the Developmental Disabilities

Act. A copy of that letter, with the attached paper, has been forwarded

to each member of the,Subcommittee. While our objections to that Title

are described in detail in the paper, I would like to cite just a

few examples of the disastrous results which would .7e1WILTe7-irom

enactment of that, legislation.

1. .Section 204 authorizes the Secretary to,make grants to

assist States in bringing publicly operated and Federally assisted

residential or community facilities and agencies into compliance

with the Title II standards. While the number of fadilicies affected

by Title II is unknown, for the purposes of preparing cost estimates

we, have estimated that at least 6,000 facilities are involved. A

4 5§
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conservative estimate o the amount needed by each residential

institution over 5 years to bring itself into compliance with

the Title II standards would be $1 million. Thu*, at a minimum

the cost of bringing each facility into compliance"with these

standards would be $6 billion. This total would be reduced to

a9proximately $1.250 billion if only residential facilities which

provide medical -,trvices received tgefinancial assistance; however,

'this lower figure does not take into account thousands of facilities

providing personal care and thuusar44,of community service agencies,

all of which would be affected by Title,IL

2. Section 205 of S. 462 would permit "Federal assistance payments

authorized under Federal law" to "publicly operated or assisted

facilities for the developmentally disabled' only if" the facility pro=

vides evidence that such payments haye not resulted in nor will result'

in any decrease in per capita State and local expenditures for services

for the developmentally disabled which would otherwise be available

to the facility. While we do not object to the concept of maintenance

of effort requirements, we believe that perpetual maintenance of effort

obligations are undesirable. Moreover, we object to this particular

provision because we feel it is inequitable to hold an individual facili-

ty responsible for assuring that State payments to the facility do

not decrease. In addition, it is possible that this section would not

accomplish its desired effect since there is no sanction to be

applied against States who fail to Maintain total current ek-

penditures for the developmentally-disabled.
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3. Section 206 of S. 462 would authorize the withholding of
,

all Federal payments, whether direct or indirect, to any program of

community care or residential facility for individuals with devel

'oPmental disabilities unless it meets the standards established,

by Title fl within five years. Our principal concern with this provision

is that it could result in a major disruption in the delivery of services

to die developmentally disabled and to others in facilities which receive

Federal reimbulb_ment for services rendered. This provision

would create considerable confusion and uncertainty for both

States and'individual facilities and agencies which are currently

in the midst of planning for and implementing the existing Federal

ICF standards. In addition, because Sectioh 206 would apply to

facilities receiving Medicare and Medicaid mbursement, it could

create hardships fcr the nondevelopmeptally disabled populations

receiving services in such facigies; since it could result in

a facility's loss of yilegr' or Medicaid funds for all of its

patients. Last-dis provision, since it would apply to- so

many different' facilities and so many sources of Federal funds,

yould--"Create an overwhelming administrative burden, since resi

dential and community facilities and programs receive Federal .

funds from a variety of Stnte and local, as well as Federal, agencies.

Effective enforcement of the withholding of Federal funds, particularly

enforcement with respect to funds paid indirectly as a result of revenue

sharing, would require a massive monitoring and tracking effort,

involving a great increase in Federal regional manpower.
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4
Section 211 of S. 462 requires individual written habilitation

.

plans to be developed and-modified at "requent" intervals on behalf

of each developmentally disabled person who is residing in a residential

facility,community facility, and agency to which the Title II standards

apply. We estimate that the coat for an initial evaluation of an

individual would be $400, based on the sery {ces of a 4-man basic team

working one half of a day. Quarterly evaluations Would be an estimated

$100 each. The f'-st-year cost for the habilitation plan would therefore

be an estimated $700 per person, or a total of $5.i. billion, based on

an estimated population of 8 to 8.5 million persons. This estimate

of the affected population is considered conservative; other estimates

have placed the target population at 20 million.

Not'only would the cost of Section 211 be prohibitive,

but it would require measurement
in areas where assessment is

difficult to make, such as affective and cognitive development.

There are only a few personnel trained well enough to make the

sort of assessments required under this section.

5. Section 212. would require thit each developmentally

disabled person served by a facility or agency be assigned a

program coordinator responsible
for implementation of the person's

individual written habilitation plan. For an estimated population

of 8 million persons, 1.3 million
highly-trained health personnel

would have to be available to Serve as program coordinators. More -

%

over, as I indicated earlier, these perSonnel would have to be

exceptionally well trained in order to perform the funitions

required by Title II. This number of highly trained personnel

-simply_not_amailib le

9
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Mr. Chairman, -1 think you can see that the resources in terms of

<=,
manpower and money that would be. needed to enable the many facilities

and agencies affected by Title II to comply with the requirement of

that Title are not available. I greatly fear thatothe result of

placing such clearly unrealistic demands on these facilities would

only result in their refusal to provide any care at all for develop-

pamtally,disabled persons. Such a result would, in my opinion, bi
-----__---

clearlyundesit. ,e and counter to the objectives that both the

.ongress and'ihe Admie'strition share - improved care for these

persons.

0

We believe that we should be looking to the next,step to be teken,

beyond"the existing ICF quality assurance O prograiws It is our

judgment that-thenext initiative in quality assurance needs to

focus on the residents thedmelves, to ensure thatthey are receiving
, I

and responding to effective programa of care thatare helping them

to develop and to reach their potential as fully as possible We

refer to this approach an the outcome approach of quality assurance,

wherein we seek to measure a facility's perforgince.by the results

it produces with its residents. While we have long been committed to such

an "outcome" approach - indeed, this idea received considerable

discussion.ln the Department at the7time the ICF regulations were

being developed -- we, have lacked the technological ability to

implement it. However, recemt.developmente in the developmental

disabilities field -- some of which occurred in projects sponsored

by HOW -- hold promise that OM can move in this' direction. Unfortunately,
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technology will not allow us to adopt national outcome standards such

as those proposed by Part I of Title II of S. 462, but.an outcome approach

does constitute the next necessary step In our efforts to raise the

standard of care for 04 developmentallyAlsabled, Wi believeme

Should have authority to move in this direction as the approach

is validdted. For the reasons stated above, wit strongly oppose

the enactment of S, 462 and urge instead the prompt enactment of

the Administration's bill as an effective instrument for meeting

the needs of the developmentally disabled population.

o

This concludes my statement, Mr. Chairman. ft, colleagues and I

will be pleased to answer any questions you and your Subcommittee

members may have.
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Department of HEW Responses to Questions Posed toAssistant Secretary
Stephen Kurzman by Various Members of the Subcommittee on the Handicapped

Senator Stafford

Q: (From page 40 of Transcript of Proceedings of March 18.hearing).

You say that "Me belieVe that such expanded functions are
inappropriately assigned to such councils becaust they vest
operational authority in the councils, which would impede the
effective administration of these programs by the responsible
Federal and State officials.q This is under the subject, "National:
and State.Advisory Councils." Could you detail for us the functions
incorporated in S. 462 which apply especially on &State

f

A: 4' general, we object to some of the provisions in S. 462 outlining
the functions of the State Planning Councils because we belielie that
they assign to the Councils a scope of authority that is excessively
broad. These provisions would, we believe, substantially diffuse
the operational autteaty of the agencies in the States charged with
administrering the Developmental Disabilities program as well as
those administering other prOgrams.

For example, clause 115(b)(3) would require the State Planning
Council to establish priorities for the distribution of funds for
programs for persons with developmental disabilities within each

State. The scope of this Provision is unclear, for it could be
interpreted to give the State Planning Council the authority to
establish spending priorities for all spending programs affecting the

developmentally disabled (including !;:idicaid, Maternal and Child

Health, education, social services, etc.). Clearly, such broad

authority would be obstructive and undesirable.

Clause 115(b)(4) would require that the State Planning COuncils
review and comment on all State plans which relate to programs
affecting persons with developmental disabilities. Again, this
provision would diffuse the operational authority of some of the
major State agencies with the responsibility for administering such
programs as education and Medicaid. Moreover, the Councils meet too
infrequently and often lack the expertise to provide the extensive
review and comment required for all such State plans. Finally, we

believe, that this requirement is unnecessary since the makeup of
the Councils,as specified in S. 462 is adequate in itself to insure
proper coordination among programs. ,

Subsection 115(e) would- require the State Plannint Council to approve

the design for implementation of the State plan. ,This provision-would,
clearly grant the State Council authority over the operation of the
Seale agency. Such an extension of the Council's authority would be
inappropriate and undesirable.

4'65



4111

l'

Senator Williams: Question 1

'f' q
Q: What &you believe the Federal role is in ensuring that the rights

of individuals in residential or community, facilities are protected?

A: In responding to this question we will limit ourselves to the role
Of the Department of Health, Educationcand Welfare. As you know,

a multiplicity of Federal agencies are involved in the 'protection
of the rights of-individual's in these facilities including the

Departments of Justice, DDefense,

and.Transportation, among others. The role of this
ihT Housing and Urban Development,

Depa tment in ensuring that the rights of individuals in residential
or c gmunity facilities are protected includes the following:

1., The establishment through regulations of uniform standards
governing residential and community facilities, and theenforce-
sent of such standards through proper monitoring mechanisms. The

Department has established standards through the ICF recilationsi
the "Patient Bill of Rights"-regulations for skilled nursing ,

facilities and intermediate care facilities, Federal requirements
relating to the removal of architectural and transportation barriers,
and regulations establishing the protection of human subjects:

The,:effort of establishing and enforcing standards also involves
such activities as assisting in the training of surveyors, and
assisting in the education of providers, professionals in the field,
consumers, consumer advocates, and the generar public regarding

Federal requirements. .0

2. Assisting in the education of consumers, consumer representatives,
providers, prdfessicnals in the field, and the genersl.pablicto
recognize the rights of the developmentally disabled and develop
ifiictive means for protecting those, rights. This is done through
a variety of mathods including development of materials, technical

assistance.activities, meetings, and training.`

3. Assisting in the development of effective mechanisms for protecting
individual rights such as the funding of projects relating to client

'advocacy.

4. Working with interested groups and the.public to identify problems
relating to protecting the rights of the developmentally disabled, and
to develop solutions to those problems. Providing both, technical. and

financial assistance in joint efforts between states, knowledgeable
citizens and groups, and the Federal governmint.

5. Promoting recognition of the rights of the devclopmentally disabled.

a
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.Senator Williams: Question 1 (cont.)

6. Providing technical assistance to, public and private igencios
and organizations ensuring that rights of individuals in residential
and community ficiliiies are protected--e.g. Department of Justice,
state enforcement -agencies consumer advocates.

7. Evaluating, studying and researching problems relating to
protection of indivichial rights in residential or community
facilities and developing Polutions to those problems.

O
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Senator Williams: Question 2

Q: You say that the Administration haM reviewed very carefully whit
needs to be done, and that the standards of care should be improved.
What action steps would you take or do yousplan to take to improve
that care?

A: We are engaged in a variety of activities related to improving the
standard of care. As you know, survey and certification of inter-
mediati care facilities under the first phase of the revised ICF
requirements is occurring this year. This will be followed by an
enforcement effort to assure that facilities_for the mentally retarded,
or poisons with related conditions (ICF-MR's) are progressing as the
regulations require toward compliance with the second phase of the
ICF-MR requirements, which must occur ty Marct 1977. The survey
and certification activities are being carried out by the State

'survey and Medicaid agencies. There will be careful Federal monitoring
of the Statist activities in this area through the Regional Director's
offices in each region. /

During the survey and certification process, we will ilsobe pro-
viding technical assistance to helP assure that the Federal standards
are understood and the available resources are used in the most effec-
tive way, in order for the Federal standards to be met. Additionally,
.we have been and will continue to evaluate gaps between the =Ali and
ICF standards and the level of actual functioning, not only in facili-
ties participating in the.Medicald program but in a variety of other '
residential facilities. We also have been and will continue to
ascertain the gaps between-the JCAH standards for community facilities
and agencies and actualfunctioning of agencies in that category.
This evaluative activity is occurring under a contract with the
JCAH. As a consequence of these and other research and demonstra-
te:I and contract activities, and in light of other experience we
will be gaining pith the new ICF regulations, we will be reviewing-
the ICF requirements and modifying them as appropriate. We will
also be considering the experience gained under them in determining
what steps should be taken with respect to other services provided
to the,developmentally disabled.

We.are also engaged in an ongoing assessment of the servicesfor the
developmentally disabled on a State-wide, as well as one nation-wAde,
basis. This assessment is being carried out by the,pD State Councils,
our National Advisory Council, and Department staff in coordination
with ether Federal departments, State agencies and public and private
organizations. Included in this, assessment process are the identi-
fication of existing services, gaps in services, areas in which
quality should be improved, and effective service Programs which can
be used as models; the coordination of existing resources to develop
services to fill gaps identified and to improve the quality of
services (this process includis the identification of available
FederaLand other resources, the development of Federal "blueprints"
for accessing services, and assuring that resources which are avail-
able are in fact utilized); and tne development of proposals for
new Projects.

o. 4 04
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Senator Williams: Question 2 (cont.)

We are engaged in enforcement of a variety of Federal requirements
outside of the ICF area which affect the Standard of care given
to the developmentally disabled- -among these the Federal require
ments relating to architectural and transportation barriers and
the protection of human subjects in research.

We are funding a variety of research and demonstration projects
and contracts aimed It the improvelnt of existing standards. Ft:

example, we are funding projects which OrOmise to lead to the
development of more effective means of ascertaining whether good
quality care is.being given (these areperformance evaluation

.

p aches which are discussed at greater length in our response

to quiltio - rcitientifyingssele1=ProgrAaW---
and funding client advocacy projects., From,ths results we obtain
from these projects and contracts we 4111 be able todetermlne
what additional infermation.we need in order to-improve the standard
of care and to monitor the standard of care more effectively. We

will ils9 derive information which will enable us to modify existing
requiredents to make then more effective. We are also working with

the Department of Justice to assure that the right to treatment of
the devel9pmentally disabled is protected.

/

Out of aniamalgst,of these activities we are, in coordination with
others, creating an action plan for addressing the problems of the
developmentally disabled which builds on experience gained under

our new requirements, research and demonstration efforts, and thel

experience of others to improve our preient requirements and to m'

develbp methods for assessing the standard of,care provided to the
developmentally disabled on a comprehensive basis. We deal at sone

length in our response to question 5 with the development of a com
prehensive evaluative process and-how it wouldsinormesh with present
and future requirements relating to the standard of care.
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Senator Williams: Question 3

Q: Well, now you mention some 1,250 residential institutions that must
meeeMediceid regulations. Are these all institutions for the develop-
mentally disabled? that proportion are? What proportion are not
coverAdrby these regulations?

/What are these 6,000 institutions that you mention,at the end of your

testimony? Are these all covered.by the Medicaid regulations?

A: The refereime in the Department's testimony-to the 1,250 residential
medical facilities funded under the Medicaid program represents our
best estimate at this time of the number of such facilities which serve
the mentally retarded.

%,
At this time the-Department does not have a precise estimate of thenumber
of facilities serving developmentally disabled persons and participating
in the Medicaid program. This data will not be available until the survey
and certification process under the initial phase of the ICF regulations
has been completed. As you know, the surveys of all residential facilities
which applied to be surveyed as-potential ICFs had to be completed by
March 18. As of about March 12', 6,173 ICFs had been surveyed and-certified
for participation in the Medicaid program. As of the same dial. there were
3,012 other facilities for which the survey and certification process had
not been completed. These facilities are operating under special 60-day
extensions while the survey and certification process is being completed.
These extensions, which can be granted only under certain conditions
specified in the regulations,-cannot be granted where the health and
safety of the patients would be jeopardized. Thus, the remaining certi-
fications will not be completed for about another month, and we will not
know exactly how many ICF-MR 's will be participating in the Medicaid
program until that time. Only after further analysis of the data gathered
during the initial survey, and certification process will we have a more
precise idea as to hou many of the ICFs participating in the Medicaid
prOgram serve the developmentally disabled in whole or in part.

In our testimony we estimated that there are at least 6,000 publicly
operated and Federally assisted residential or community facilities and
agencies affected by the Title II standards. Although this estimate was

rough, we believe it was a conservative one. Under a grant from this
Department (entitled "Private Residential Care for the Mentally Retarded")
the National Association of Private Residential Facilities for the Mentally
RitirdeaChii identified 10,000 of an anticipated 20,000 foster home-family
care facilities and nursing. boats providing residential services to the
mentally retarded. This figure does not include public facilities and com-

munity agencies. Thus, we feel that our estimate of 6,000 publicly operated
and Federally assisted residential or community facilities and agencies was

probably low.
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Senator Williams: Question 4

Qi What is the compliance, review mechanism-you have working for
Medicaid? How many individuali in the regional and the
headquarters office?'

A: In order for a skilled/nursing facility or an inteimedicate care
facility to be reimLursed for-the services it provides to eligible
Medicare and Medicaid beneficiaries, it must be determined that it
seats appropriate Federal regulations concerning health and safety.
This determinatior. is accomplished through the'survey and certifica-
tion process The survey and certifiCation procesi is initiated
with the survey of a facility. A survey is performed at least
annuallyfor long-term facilities (including ICF's). The survey
is conducted in.two parts, health and fire safety. The health'

/ survey is conducted by a surveyor or team of surveyors employed
by the State survey agency. The survey agency is located within
the State Health Department and performs-the survey "function under

.asreement with the Department of Health, Education, and Welfare.
The fire safety survey is generally conducted by the Office of the
state Fire Marshall under agreement wirfi thi State.surVey agency.

Following the.completion of the survey and pecessary.documentation
of findings, the survey agency certifies to the appropriate authority
(DREW for Medicare, the State Medicaid Agency for Medicaid) that
the facility does or-does not meet Federal regulations. If the
survey agency's certification is positive, the authoriEy enters
into a provider agreement with the facility to reimburse for servicea
provided to 'eligible beneficiaries. The provider agreement is reviewed
at least annually as part of the annual survey.'

o

Thy Department also performs a limited number of direct Federa17\
surveys. These surveys are performed by Federal employees and are
done to evaluate the effectiveness of State eurvey agency performancy.

There are 177 Regional personnel involved in the survey certifica-
tion process. These people are located in the Regional Offices of
Long-Term Care Standards Enforcement. For FY 1976, the Departtent
has requested an additional 126 positions to strengthen the regional
survey and certification activity. There are approximately 35 per-
sontel in:HEW Headquarters agencies involved in survey and certification.
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Senator Williams: Question 5

Q: Now, let's talk about the evaluation system a bit. What we have
in mind is putting in place an evaluation system which works on
the basis of the progress or the development of the individual
receiving care. Right now, there is a major project ongoing in
this area, funded by the Department; there are upwards of 10 scales
which propose to measure individual behavior; there are at least
8 or 9 states which are utilizing some form Of this scale to
measure the outcomes. It seems to me to make all the sense in
the world to have the Federal Government invest inthis and lead
the way so that we do not have each State-makingits.own.mistales,
and all of them ending up with systems which cannot commuifeiter
with each other, It also seems to me that this breakthroUgh in
outcomes measurement could be one of the most significant changes
in care and evaluation in years, and that no matter what the pro
blems, we ought to invest in it and start trying to make some
decisions in'this area. 'What you are saying is that you want the

° flexibility. Well, I want flexibility too, but I want this done.
Otherwise, we would be talking at each other across this podium
three or four-years from now and you will be telling'me the same
thing.

A: We urge congressional enactment of the evaluation section
of S. 1194. Not only will this section help to improve our capability
to evaluate the status of the developmentally disabled but in effec
tiveness of our ability to assure the quality of services in facilities
and agencies providing care and services for developmentally disabled
persons.

As si'ated by Assistant Secretary Kurzman before the Subcommittee
on Mardh 18, 1975, ... "We have long been committed to such an
cOutcome' approach ... recent developments ... hold promise that
we can move in this direction. Unfortunately, technology will
not allow us to adopt national outcome standards such as those
proposed by Part B of Title II of S. 462, but an outcome approach
does Constitute the next necessary step in our efforts to raise the
standard of care for the developmentally disabled."

We see as a basic strategy for improving quality assurance to keep
the ICF Standards as the limit of what can reasonably be done with
input and process standards and in an evolutionary fashion over
time adding to and replacing ,these standards with outcome standards
as fast as the approach is validated. i

The first step consists of establishing the evaluation system
specified in our legislation. We think we canrand should start
to develop this system. Under the evaluation section our plan
is to develop measures of developmental progress. This would,

provice a means to validate the outcome measure approach to quality
assurance and, in the long run, will allow us to extend ICF and other
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.Senator.Williams: Question,5 (cont.).

i?

/ relevant regulations in this direction. As a part'of the evaluation
.

) .effort We would develop,performince based criteria for assessing
,/' the quality of-care in residential facilities. We would use our

li experience gained from various experimental programs funded by the

Department and we will be gaining through enforcement

S of the new icr regulitions.

One possible approach that we plan to con-eider would directly. build

upon and preserve the existing Title XIX xcr-lat Standirds but

additionally would require every qq-IIR institution certified'for
reimbursement to establish an internal quality assurance system
based upon "outcomes. The institution would be required to set

*inatitutionwide measureable outcome goals for the various groups
of residents' it serVis, to objectively measure progress, and to

..,4nstitute plans of institutionwide improvement in the event goals

are mot_mat. Furtherinstitetions would be required to report
results to us, giving us a much better picture of just how well
off the developmentally disabled are across the nation. These
systems would 'bet established in accordance with Federal standards
based on the evaluation system we propose to, develop. ,The ICF-MR .\
Standards would consequently be revised over time, thus stimulating
and requiring gradual advancement in the.adoption of outcome oriented
standards and,the gradual movement away from input and process stan-
dards. ,(See McClure, I972 and talliamson,.Johns Hopkins for a

more detailed description of this approach.) ...

Of. course, the same approach would be conmidered for other funding
authorities'euch es services and facilities funded under the DD

Act, etc.

Note that this is only one possible approach and-before this or
shy approach is adopted, we need to be sure it would represent an
affective step forward rather than mere* resul`ine_in paper com-
pliance,

It is important to note that while we feel that . uew forward

step is desirable, it is clearly imperative th,.. it be implemented.
only at such a time and in such a way that it will not interfere
with the tasks the states face in implementing the existing ICF-'fit

regulations. Thus, the evaluation section becomei a logical and
appropriate means for the aggressive development and testing of
this approach to quality assurance so that at the appropriate time
results can be applied to the ICF-MR. and other regulations thus
upgrading our quality assurance effort. '

/

, It should be noted that in our. exploration of the technical
feasibility of establishing an evaluation system we have worked
verY closely with the project directors of ongoing'HE%funded
efforts. Specifically, we have held lengthy discussions with
Dr. Richard Hyman, Project Director of the,Californie Clients*

` Tracking System which co..: involves l8 states. Our pomments ire

heavily based upon these inputs. The California System 'tracks"
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Senator Williams:. Question 5 (coat.)

client statuslusing the AAMD Adaptive Behavior Scale as a measure
of developiental progress of individuals. The system has not yet
developed operational,means of .valuating service impact. Thus,
although some initial research has been started'in this area it is
in the very early experiments/ stages. In short, the California
System does not currently represent an operational service evaluation
system which can be directly transferred for quality assurance pur-
poses.

We agree lith your objective of putting in place an evaluation
system, which works on the basis of developmental progress. The
Administration's bill S. 1194 proposes to do exactly this. In fact,
our languais was developed after discussions with Senate staff and
we seek to sccomplish`the same objectives through more feasible
means. The rationale for the differences between the language in
the Administration bill, S. 1194,and.the Senate bill,S. 462,was
presented to Senate staff last-fall and is attached at the and of
this answer,' 0

In summary, the,major differences between the evaluation. language
of these two bills are:

(a)

(6)

The Administration bill allows approximately 24 months, for
system design in contrast to appronimately eighteen in S. 462.
We feel this tire will be needed to accomplish this very
ambitious technical effort.

The Administration bill calls for a time phased implementation
plan, whereas S. 462 calls for a comprehensive one-step system
implementation. We feel that states should not stop with the
implementation of a first step, but rather should bsilciover
time on an initial system once established thus allWing for
ever - increasing evaluation effectiveness as new tikhnology
becomes available. Also, we recognize that states are starting
frog - different levels of sophistication. Thus, a phased imple-
mentation plan recognizing state differences seems not only
prudent but necessary.

(c) The Administration bill is more general in its specification
of the content of the evaluation system than is S. 462. This
'raises two inter-related issues: 1) the Administration's
accountability to Congress, and 2) the technical uncertainty
related to .the design of the %valuation system.

Both the Administration bill (S. 1194) and S. 462 call for a report
to Congress prior to system implementation. S. 119,4 carefully .

specifies that the report must contain both the comprehensive
evaluation system design and the implementation plan. Cost estimates
are also required. The intent of this provision is to allow Congress
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Servitor Williams: Question 5 (cont.)

to fully reviri the products develOped and to determine if they

satisfy the Congressional intent. Given the technical uncertainties

it seems far more prudent to make final decisions on a design speci
fied following indepth feasibility analysis. It seems arbitrary

and unwise to legislate specific design characteristics of the
evaluation system at this time given the complexity-of a compre
hensive evaluation system and knowledge ltmitati ns..

Roomier, based upon our preliminarytechnical yevi w and discussions
with Senate staff we furnished to theCongrese lastfali our best
"criital ball" estimate of. how an evaluation systemmight be
designed if our preliminary judgments prove to be technically

feasible. This is presented on page 3 of the attachment. %I

officially submitted.thit rationale behind-Our proposal for
inclusion in the Committee report.

Again, the reason flexibility in the specification of the system
,design is required in the legislation is that various technical
question.: remain unanswered at thistime. The key technical
issues and the state of the art are summarized in the attachment

(Paragriph 4,-page 1). We have talked to many technical "experts"
and found there to be agreement on sone points and wide disagree

ment on otheri.'For example: .

(a) There is,gtneral agreement that there are a number of scales
in use which measure some important components of developmerital

progress,

(b) There is agreement that none of these scales should be Federally
mandated for national use at this time.

(c) There is not a concensus that a single scale should ever be

mandated for national use. Instead some recommend that Federal

standards which scales must meet be established along with
Federal designation of exemplary scales. This approach could
allow for continued technical improvement, State flexibility
in relatiOn,edgarticular needs, and sufficient standardization
through.Fideral guidelines to allow for data comparison. Clearly

this le a,Complex design issue.

(d) There is a concensus that it is now and will remain for some

time, technically impossible to assess the adequacy of all education
ind other services or assistance to persons with developmental
disabilities under laws administered by the Secretary as sjecified

in S. 462, Sec. 121 (b).

(e) There is a concensus that the following provisions of S. 462,
Sic. 121, are alsoimpossible now and will probably remain
so in the immediate future:

r

(1) "evaluate the effects of seryices on the lives of

consumers ..."

4
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Senator Williams: Question 3'(Sont.)

(2) "evaluate-the overall impact of State and local programs
for the developmentallY.disabled."

Unfortunately, very firtle is known about the cause and effect
relationship'between any HEW services and the lives of service
recipients Adther individually or in aggregate.

While these goals cannot all be achieved in the next 36 months,
technical progress offers the promiie-thir we can move toward them
overztime:AndLthat=there=ii=laFiehe gained by doing what is
technically featible within, the scope of this legislation and
further to create a systei which will allow-States and, in fact,
require them to continue to-build upon an initial system as rapidly
as technology and resources allow.
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Senator Nilliams: question 5 (cont.)

ATTACHMENT

R 1:01; pr.;:onr"1.; to Till' ::r.:,vii vritsion or od:.
16215 1:V.17.11A1'11;. rof It. .1.3) 1 AI:11.111LS An" or-

Inifivinum..; 1:1111 oryrumicni 1)1:::.1:11.1 I II'S.

!

1. Sec 207 fir, redundant with Sec. 121. 'films, both studies should

be-merged into a single modified Sixtion 121 as,described in (3)

below.

2. The intent of Section 2l0 seems to he to use objective measures

of the developmental progress of persons with developmental

disabilities as a basis for establishing performance criteria

for residential and conmantity facilities and agencies and further

to require compliance ofacilltfes and agencies with such criteria.

Ihe development of criteria would be incorporated into a single

evaluation system ender Sec. 121 as proposed by the Dcpnrtmont .

(see (3) below); consequently, Sec, 210 is redundant.

The state-of-the-art makts it -Imprudent to mandatu the use of

such measures as performance criteria in advance of their

development, althounh the oventoal IWO of such measures in

this way seems to Offer proAise. ihus, it seems entirely.

consistent with the intent of the Senate Lo incorpornta Section

210 into our proposal for a revised !WC. 121 which' would require

the development of measures and their time phased orderly im-

plementation by states .as technical developments and implementa-

tion feasibility allow.

The following eomments on the statc-or-the4rt bear on the

imprudence of Inioda(rog. at this tine, the use in relation to

compliance of this type of pariormanee mvainre. The technical

development of such measures Can usefully be thought ar as con-

sisting of three successive stages: (1) design of objective

measures of deOclopmental prtntress of indivlduals'with develop=

mental disabilities, (2) determlnatitnt of relationships between

developmental progress by individuals and services and living

environments, and (3) devlopent pi performance criteria which

reflect the product of (2) above o-J which are effective and

practical to use evmplianee N.V. In for operating residential

and community facilities opd vneits.

Anerber of measurtment scales of va,ring merits exist and arc

in limited. use. Only one protect (being undertaken by the Nanses

IJAPang still in its pre-operational stagc) is known to,existJor
Stage 1, .although thetc nee he others. Thus, Stage 2 appears to
be beyond the state -of -the -.art at present. Stage 3 can be'dev'eloped
only'when'StAges 1 and 2 are co=plet or nearly so.

0
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Senator Williams: otleistion,5 (cont.)

J. We nnyport and accept tit. basic concepts implied in.Sectlon
121 of Elul bill.; speeifi.ally (1) the value of federal leader-
ship In the deveiopment h 411 overall evaluation system concept,
relevant methodologies w oh implementation guidelines, and
federally requited slandads; (2) the development of'specific
Cr ri-411LSht-0....ftE01atilitcayejaattiOnagtto -----*
developmental prenres oflpersons with developmental dis-
abilities, and (1) the pottial utility aC including In an
evaluation system SOW.: of he recent developments-under MEW
spotn/orship rtlatalo Ind viduallzed date systems. It will
be especially useful to est.thllsh an initial coordinated

fedel-state effort and artem which can he built upon over
%

tiM as we jearn more. ,

While in agreement with the intent, we arc concerned that the
col rehensive evaluation of s cial programs is an extremely
amh tious undertaking beyond our present capabilities.

y ,

Thus, it is necessary that evaluation methods be
carefully assessed prior to-federal endorsement. Further,
it ds important that the real Orits of the evaluation system
siring with its potential for future growth nor he compromised
byloverambitions requirements fo initial state implementation.

,

.

Co
ri
sequently, our proposed nmanddents call for a time-phased

implementation plan. It is intendlo that the Secretary develop
within approximately 24 months neOplines and alternative
Me hods for a fully comprehensive stem so as to assist all
(St.tcs in meeting this goal at the, e.rliest possible date.
(Approximately 36 months after enactzu tt at the latest.) However,
recognizing that some states have jit e or no foundation on
which to build, a "minimal" system tell , 13 required for
implementation as a/first step. The "minimal" system is required
to se- directly comAtible with expansion to a comprehensive
system. The requirement placed on the Secretary to develop the
design of a fully comprehensive ssteit in addition to specifying
n minimal system and implementation. plan is intended to a) advance
the State-of-the art as aggressively as possible, b).
allot?, the more advanced Statew.to proceed beyond the minimal
system, and c) provide an Wormed and technically sound basis '
for urther legislation in the future.

Given the complexity of a comprnensive evaluation system
and knOwledge .limitation, it $PCMS arbitrary and enwiy to
leglalt4e specific design characccifocies of the evaluation
system at this time. These would best be finally determined
during Cho design phase which would include In depth feani-
billty analyses and would he delivered to Congress in tile
report dim no later than February 1, 1977.
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Senator.Crilliams: Question 5 (cont.)

However, the following features are suggestive of our current best
thinking as to how such a system =Wit be designed:

Sa) The comprehensive evaluation system required by subsection
(a) might, if feasible, be designed to:

(1) provide objective measures of the developmental progress
of persons With developmental disabilities using data
obtained from individualhabilitation plans as required
under section 211 of this Aet.(where applicable) or
other compatable individual data;

(2) provide wbjactive measures of the value of living
environments andilessociated services in promoting
developmental progress of persons with developmental
disabilities which,could be used as performance criteria
applicable to residential and community facilities and
agencies (Note that'this time is-directly responsiveto
Section 210 which would be replaced by the pioposed
language);.

(3) provide general designi of alternative Statewiderdata
systems which could record (AI the developmental progress
of developmentally disabled individuals, (D) objectives
and service plans stated in individuals' habilitation plans;
ancr(C)-all services or assistance reccivee.by stch
individuals under programs administered by the Secretary;

(4) provide uniform evaluative criteria, standardized definitions,
and methodologies which could allow for aggregatieta and
use of data releting to such developmental progress for
Statewide and nationwide evaluations=of service effectiveness,
with due regard for (A) the protection of the rights of
privacy of, and the confidentiality of data relating to
developmentally disabled individuals and (8) variances in
service from State to State;

(5) provide statistical and other evaluative methods which
could, usitg data in the systems, support directly (A)
evaluations of the effectiveness and efficiency of alter-
native services prcvided to developmentally ditabled
individuals and (S) planning activities related to
developmentally disabled individuals, Including but not
limited to the activities of State Developmental, Disability
Counci1s and Agencies and the preparation of State plans
requiied for Federally-supported programs administered by
the Secretary which provide assistance to individuals with
developmental disabilities.
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Senator Williams: Question 5 (cont.)

(e)
.

provide for data collection and sampling methods which
would help evaluate the extent to which indivivals with
developmental disabilities in Communities are not being
reached by,service programs, thus supporting an evaluation
of the effectiveness of the DD-program in planning for and
achieving gap-filling for individuals with unmet needs.
'(For example, the feasibility of evaluating unmet service '

_needs of SST recipients or applicants with developmental
disabilities could be examined).

(b) The time-phased'implementativn plan required by subsection (a)
might be desiined

(1) recognize differenCis in State size, characteristics and
distribution of developmentally:disabled individuals,,
administrative structures, service delivery practices,
and relative degree of data and evaluative system
development;

v
(2) specify a minimal system for the evaluation of services to -

individuals With developmental disabilities which

(A)° is capable of being implemented by all States within
the time specified in section,114(b) .(1.13);

(3) is compatible with,expansion over a periodof time
to a comprehensive system;

(C) includes the evaluation of the developmental progress
of a significant sample of individuals with develop-
mental dirabilities-(i) residing in public and privets
instituti,ns qualifying as intermediate care facilities
under ti'.le XIX of the,Social Security,Act, and (ii)
in Statt., operated or supported schools providing services
to children with developmental disabilities under section
121 of title I of the Elementary and Secondary EduCation
Act of 1965.

-

(3) provide guidelines and Methods which will assist States in
the implementation of those comprehensive system featCres
which are beyond the minimal system.
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Senator Williams: Question 6

(IP Could I ask where you got the figures at the program coordinator.

The figures you are using assuneeh 1 to 6 coordinator to patient

ratio, and that is preposterous for any kind of care.. In California,

wheri a system like this is working, the ratio is in a range from

1:40 to 1:120, or an average of 1:85.

A: The figures we used were based upon our assessment of the kind of

ratio which should be.employed, given the nature of the duties that

would be required of the program coordinator under Section 212 of

S. 462. The requirements forAvalified-nental Retardation Pro

fessionals established in our ICF regulations, as well as the

requirements specified "in the case of Wyatt v Stickney (styled

Wyatt ,v Aterhold on appeal), specify that persons coordinating the

habilitation plan of the developmentally disabled individual must

be highly qualified professionals and must be actively involved in

the implementation of the habilitation pTlids. We very much doubt

that with a caseload of 1:85 the coordinator would be able to

.
review the plan of care for the individual closely and frequently

in order to recognize deficienciis in tge program providid to the

individual and assist in'developingMutions.

Our estimates, then, were ba'sed on what we consider to be the

minimum ratio necessary to perform adequately the role of program

coordinator as defined in S. 462.

.4



Senator Javits

Q:
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If tie definition of "specific learning disability" was altered

to make clear that SLD has definite parameters -- such as con-
stituting.an inability to keep up with one's peer group, for
example -- would inclusion, of SLD iii the definition of "developmental

disability" be more acceptable to the Department?

A: The Department feels that the phrase "not being able to keep up
with their peers" is far too broad to define a substantially handi-
capped developmentally disabled person. ,_Many children "fail to keep

up with their peers" for such widely divergent reasons as malnourish-

ment and poor health, poor mental health and emotional reactions to
0

social stress, or lack of positive Motivation. Most "failing"

childrp could be classified under such a broad definition of specific

learning disability. The definition can be far too easily misconstrued,

misused and abused.

The Department perceives the serious problems of the learning

disabled as demanding the full attention of the educational system.

Howevei, we are of the conviction that these are representative of
the,problems.of the Office of Education in attemptidg tdmeet the
needs of other educationally handicapped children and. yodth. These

are the generic education services needed,by the educational system

that can be utilizec4,..by students with a variety of types of handicaps

in Addition to the developmental disabilities as defined in this Act.

Moreover, we do not agree that the problems of the severe learning
disordered child persist in a severe form beyond youth and outside

of the educational domain. Just as a segment of the mentally

, retarded, cerebral palsied and epileptic population are not con-
sidered developmentally disabled because their handicaps do not
seriously impinge on their adjustment to life in the community,
the administration regards the adult with a severe learning
disorder as being as capable of adjustment as most persons who
are only midly affected by mental retardation, cerebral palsy, or
epilepsy.

51-713 0 - 75 - 31
40>
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Senator Randolph: Question 1

Q: Hr. Secretary, as you know, most.of us in the Senate are acutely

aware of the bad state of our economy. The information I have

been getting from governors, mayors, and other representatives
of our Stotes,and local governnents does not lead me to believe
that this is a very good tine to ask the State' to assume an increased

share of this program. You will recall ;hat this program was
initiated because services for handicapped persons have never

been given a priority it the State and local levels. When it

becomes necessary to cut budgets at tbose levels, the first items
to be cut or eliminated (if they have been included at all) are

those relating to the handicapped. This is why the Federal govern
ment has initiated this program and others_to assist the States

in bringing services'6'the handicapped. Now, Hr. Secretary, with

the States having to increase their taxes and cut their budgets in
order to survive, do you think it is an appropriate time to reduce
the Federal matching share in this program?

A: The.idministration is sensitive to the financial problems of the

States, but finds itself in the position of considering the
relax ve!011emma of the States as compared toFederal deficits.

Th ral deficit for FY 1976 is currently estimated to exceed

th ii n predicted in the President's budget for FY 76.

Th stritefy, t n, s one of extending the Federal dollar as

such as fins le th minimum compromise of critical programs.

In addition, experience has shown that programs or projects are

sort apt to continue on a permanent basis if the Federal shave is

such that the matching share represents a significant, although

reasonable, sponsorcormitment. Vhen the,matching share is signi

ficant, projects are funded on a more selective basis. It is not

intended, in this statement, that the matching share be prohibitive,

but at a level which calls for a project's capcbility for continuity

when Federal funding declines or ends. A State would be more willing

to assist a private agency with tax money to meet the matching share

if the State were-convinced that it would be justified in terms of

project excellence and priority to commit tax money to insure Con
tinued operation of.* project in the event the private sponsor falters

financially. The reduced ederal matching share will tend to produce

more highly selective programs with broad and relatively dependable

bases of support.

o.
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Senator Rardolph: Question 2

Q: Hr. Secretary, you are no doubt aware of the situation regarding

di conservation of fuel and energy supplies. 'I know that there has
been a great deal of discussion in other subcommittees of our
committee ancrin appropriations subcommittees regarding the
expenditures for travel. As an advocate of the conservation of
both energy supplies and dollars, I would be most appreciative if

you would provide to the subcommittee detailed information regarding

your travel policy. How are priorities determined in the approval

of travel, both domestic and foreign? How do you monitor or review
expenditures of travel of the recipiepts of grants, .contracts, and

other funds? Have you explored the use of the variety of ielecommuni

cations as a substitute for travel?

A: Division of Developmefitkl Disabilities

0

In the Division of Developmental Disabilities, a closereview is
made of all travel requests to see that they are essential and
cannot be handled` through correspondence, telephone, or by mail.

' We have used the Regional Office staff as much as possible in pro
viding technical assistance and have used the resourcesof the
consumer interest groups in communicating with State and local

agencies.

Travel by common carrier is preferred. Special Justification must
be submitted by the traveling employee before approval will be given

for travel by privately owned vehicles. Travel by train or bus is

preferred for snort trips. For local travel, shuttles or bus systems

should be used when available.

Normal government travel regulations apply and any use of first class

travel must be justified by a separate memorandum signed by the
Commissioner of RSA, .

w.

Continuing effort must be made to minimize the number of meetings
convened (central office ancrregions) involving travel on the part

of any or all participants. All personnel attending such meetings

Rust have a specific task and function to perform.

Meetings of associations and other external groups are by necessity
considered to be of secondary importance; attendance involving
travel must be drastically reduced or eliminated.

,Speikin engagements, except those providing essential information to

the public on priority HEW programs are to be eliminated. Acceptance

of a speaking engagement must be.endorsed and individually reviewdd
by the Commissioner of RSA or by the. Regional Commissioners.

Staff'of the Division by March 31, 1974 had spent $14,403. in essential

travel. By contrast, at the end of March 1975, the Division had
reduced travel expenses to less than $6,700. .

4'81.
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Senator Randolph: Question 2 (cont.)

i

For the RAC mein ers by :Larch 31, 1974 S7,585 hall been spent in FY 1974.
For FY 1975, onlytwo meetings of the Council ere to be held, rather
than three as originally scheduled. This will result in a savings of
approximitely $4,000 in'travel.

.

The Division does not monitor State travel as the authorizations for
travel are made at the State level. However, review of theState
travel expenditures in 12 States coverim3 regions V and VIII under
the Developmental Disabilities formula grant p ogram showed that
travel accounted for $61,000 of Federal fuhds, This averages out

o'Co 4/5 of lZ.of the total allotments ($6,700,0 0) or roughly $5,200
par State per year.

RSA
The attached material outlines the travel polidy for RSA.

I
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WHAT IS THE RSA TRAVEL POLICY?
.

RSA Es strictly adhering to the policy established by the Executive
Assistant CommissionerRSA in his remo of Nov. 11, 1974(AThT. I.).
This policy implements the travel policy announced by the Departrent
on Jan. 25, 1974 (mi.. 2.) tightening down travel during the current
Energy Crisis. These two memos ware routed to staff and constitute

current RSA travel policy. To implement the travel reduction
regulations, travel La approved only by the Commissioner or the
Executive Assistant Commissioner, or in their absence by the Assistant
Commissioner for Financial Operations or the Budget Officer, RSA.

HOW ARE DOMESTIC PRIOR/7/ES DETERMINED IN THE APPROVAL OF TRAVEL?

All domestic RSA travel Es essentially prioritized by a,system of requErLo
Annual Travel Plans from Program Units, a review of this by the Commissiol
and'the overall allocation of travel funds to Program Units. In addition
to this overall review, each individual travel request ewer 'be fully :uszi
and resubmitted to the Commissioner's Office for approval in accord with
established policy and tight, budget restrictions.

HOW ARE FOREIGN-PRIORITIES DETERMINED-ON A2PROVAL OF TRAVEL? AND-WHAT
IS THE FOREIGN TRAVEL POLICY?

Department policy on foreign travel is stated to some extent in Mr.
John OttEna's memo of Dec. 30, 1974 (AT r. 3).

'All RSA' fereign travel requests receive 4 reviews to assure necessity:

1. They are glosely reviewed by the RSA Executive Director for
Research and Develcpment. This includes the justification,
costs, purpose, and necessity to dhe spricific needs of the
RSA program to which it related.

2. They are closely reviewed by the Commissioner, RSA for policy
cons[Wations.

3. They are. 'reviewed and finall:Lapproved within the Office of
Human Developrent by the Assistant Secretary for Haman Development

4. They are finally approved in the D:partment by the Nroc:or,
Office of InternatEnal AfTairs of the O.S.

To provide an orderly planned review, an annual pro;:oseforeLgn travel
report must be prepared and sent through the above clearance points.
This fs reviewed at each level on Eta way up as to-needs, priorities,.
costs, no. of trevellers. and to:0...m relation: policy. Upon approval

_of the Annual ?lie, detailed Q.:arterlv SepOrts..1.e prepared of.acccrplis:-,
travel, In:Audio; individual reports o:

I
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-RCM DO YOU nomoa OR REVIEV Expzn5tiens 07 TRAVEL OF THE En:CUTE:US C7

GRANTS, CONTRACTS, Aio OMER FUNDS?

All docestis travel in project grant activities are justified and .wroed
at the.ttni of awArd of grant. .Subsequent cpbudgettng within spscifted'
government-wide limits established by the cma Ls allowable. Each foreign

trip must be approved and justified.

MAYE.YOU EXPLORED THE LSZ OF THE VARIETY OF TELECCCIUNICATIONS AS A
. 4

SUBSTITUTE FOR TRAVEL?
. A 0

%

By virtue of the energy crisis, much has been done to increase utilization`
of telecommunications-vs travel. We have estsbliohed a Mailing4Rey
system for the distributiop of_policy guides and program instructions,
which is directed at the audiences who ara mast concerned. This has
reduced the printing costs. We have available to RSA a TelecommuniCatiocs
Yachine which provides exact duplicfte copies from Washington to-each
of our Regional Offices. This is used by Staff. In addition, we, of tour
make full tuse.of the ?TS telephone system to comunicate. In order to
reduce 'expenses we have ordered that no long distance calls be made
except under the loner cost FTS system.

48;1
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. .

..10RANbuM DEPART:MEM-OF HEALTH, EDUCATION, AND %%ELI

SOCIAL AND RIIIADILITATION SEILVICE. .

k

TO : RSA EXecutivo Staff

R.h.11,11.111i011SCNiCell AtItirrallf211

DATE: :iv .11
A- 7 7 A4 T

, '
FROM ! Executive Assistant Connissioner

SUIJECT: FY 1975 Vravel Restrictions
,-----..-

RSA is currently operating udder tla Continuing Revolution, which will

likely be effective through Dececbr.

A severe travel restriction has ba,n icoosed on EMU upon the recom-
mendation of the Senate Conaittee ti hold travel expen:liturcs to the

FY 1974 level. As a result SRS has ialicatel a RSA travel soiling

approxicately 11 below our 1974 in. ;nditures. To ccoply with this
restriction, it will be necessary t. c%rofully scrutinize all travel
and to recorcend only that travel u-Ach is cost essential. The

following criteria are to*ge obserwd:
0

1. Travel ,Oe comeeliencss and conventions will be limited to those viio

'are principal speakers.

2. Technical assistance to states ani local offices should ne=ally
be handled by the appropriate __;.oral offica(s).

3. °Travel hich is not of Lcoadiateimportance should be deferred
until a later date.

fir. /avam's ceneranduo of Au:7:st 21, 1974 (ci:ned by r. Terange) to
the Roc:diva Staff rec=dag the proccssi4T and approval of travel
'orders in Fr 17$ remains in effect. _

(19
1172' Jr.
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, .

come' : Administrator ..

- . .

i Social and Rehabilitation Service , ,.

i
sit:nmr: Energy Crisis - ReduCtion of Official. 'Travel in 1:f -l974

. ..,..

tio

484 . ,/
_raze c^fir 7

DEPART:N.12NT OF IISALTH,,EDUCATION, AND t.
ZMAL ANO REZINBILMT:ON SE.7.1.3CF.

c, Office of the Administrator

:

. DATE: 2 5.1974

In the second half of FY-1971,:, the. Set----re.ters hes ee.el: DIM! agenCiss
to accomplish L 204 reductionin the <ma onsumption of ftel used fox
official travel over the same period. MT-or FY-1973. To meet this

.objective, the following rolicies on official travel will be effective .

immediately: .7

4
o

a. O2ne ivately-owned vel-ca.icle or rental cars is-orchibitel
:empty travel by ccracon carrier (train, bus, air) is not
chvailatit and thg trip is cumg.7.;.ent.

b. Requests for travel must be mr-eaieued for essentiality in terms
of the energy crisis.

c. Travgl ordell's net be t:provatmad by Euretc Commissioners, Asscaitt,
Administrators, :..nd ?.eglor.23 'r C e.:7,1 is sicne :s , or by persons

designated to act for tntse officials in their abzence.

Reservations for airlinetrws.r-el should be made euificic=1* in
advance to enable trei:el by cartoncmr cla:u. Any use of T'e:To
class travel mItt be. a:r.7r:vmea_ in advance by the Asscci,latt
Administrator for Ilanagement.-

e. Reduce to a minimum the ma_bar of nactinv called. by RS
involving Regional or Rtadomre-rt.rs cft'r trce 're. meeting: are

determined to be ttsantal, tn. he n.m.b:r of car ticipants involved
should be kept to r'ri-oc, 4 , etch -.ran:n:1

aLtcnaing is to hno: :motet:cm. :hi:
pertain: no' :;.: ne:6 in o:c maucm;
.meld in th tell :n lvi% -.rfice

geeting: -."' . tr t..4turlt: rrt : 'xi L7

.e. la, -t ;.
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Pagb.2-7.SES Executive Staff .

: .
,

.
.

: 'g. Speaking engagements, except those providing essential
intonation to the public on priority 1p:W 9:ogre= (On_ 1,.-)
objectives), are to be eliminated. Exceptions to this will
be granted strictly on an individual basis. -

.All travel plans shbuld be reviewed,in termq 4 th4ir impact on the
energy Problem., Travel by train or has is the prdTerred method for..
short trips; travel by sched.11ed airline is mrefhrred for long trins.
For lonal travel such as the ParklaIrn or Uoodla.rn complexes, sbuttles,
'Ighdt availlep.ahould be used instead of private cars.

Hexed the cooperation and support of all employees in this effort,
and,/ expect that the management officials named above rill lidd th
way.

.

4

4 9 0,
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IdORANDUM

':SEE BELOW
' .

.

itom ;Assistant Secretary
for AdMinistration

enuemPoreign Travel

.

Ce-

DEPARTMENT OF 11EXI.Ttf, EDUCATION. AND*WELFARE

r CA t. I '7'T. °rim or Tne SECRETARY

. /
re-2 : /at.4 riti

.%

A 710,1 ( nA714 f.:6.L.e' I

and ManageMent

7/I/14A ry-r

:.a
ie

Because of the necessity to reduce outlays during the '

ctrrcnt fiscal year and in vier of incYccsing'netention
on 'the Hill to travel performed by Government officials,_

. I have issued moduced famign travel ceilings t9r the
',Department's operating components.

AltHou;gh we do not issue ceilinis to QS staff office;','I
would appreciate your cooperation in holding forei:in A

travel to an essential minimum. As you karw, each foreign
trip performed by an employee of this D..pertment requires

the prior approval of the Office ofy.zus.sabional Affajra

Manasspeat. if you have ahy question: concerning this
procedure, please give me (572S4) or David Hohman (56433)

a call.

. .

. ADDRESSEES: . .

0

'Assistant Secretary,
Assistant Secretary

' Assistant Secratiry
Assistant Secretary
Assistant Secretary
General Counsel
Executive Secretary
,special Assistants ta,

:

John Ottina

CerTtroller
for EumO Dtvelspment
for Legislation
for Plannint n-4 rualuation
for Public Afrairs

the Secretary

49`1
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Senator Mondale: Qat-often 1

Q: Will the Federal efforts to devclor an evaluation system of
developmental disabilities services tat Lilco consideration,

*or in any Way duplicate, current efforts now underway within

each State?
.

A: The proposed evalUaticie system will take into consideration current
efforts now underway-within each State,' In fact. building upon
State efforts is fundamental to the evaluation systems development
plan preposed-by the Administration. In the rationale for our
proposal, previously submitted to Congress we state}:

".

The time-phased implementation plan required by subsection
(a) might be designed to - ...recognize differences in
State size, characteristics and astributio.. of develop-
mantally'disabled individuals, administrative structures,
service delivery practices, and relative degree of data
and evaluative system development."

Indeed, we scathe evaluation system allowing-wide latitude for State
innovation end preferences within the fraaework of national standards
for key common elements. Further, one of the basic objectives of
the 1nliial system design plutse,which would be completed by
February 1, 1977, is to survey current State efforzerso as. to have
the final systevdesign and the implementation plan reflect State

efforts and differences. Also, individual States will Le afforded
an opportunity'to participate In the design of the system.

am,

V/2

k
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American Federation of State, County, and Municipal Employees
'1625 I. Streit, N W Washington, 0 C. 20036
Telephone (202) 452.4800 -
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Telex 69.2376

March 18, 1975

The Honorable Jennings Randolph, Chairman
Subcommittee on the Handitapped
Committee on Libor and Public Welfare
5121 NeW Senate Office Building
iWashington, D.C. 20510

Dear Mr.. Chairman:

On behalf of the Athericanyederation of State, County
and Municipal Employees, I am entlosing for the hearing
record our statement on S. 462, the Developmentally
Disabled Assistance and Bill of Rights Act.

We hope this statement will be helpful to you during
your consideration of this crucial legislation. If

we can be of any assistance to you, please do not
hesitate to contact Nanine Meiklejohn, our Legislative
Representative, at: 452-4848.

MG:cac

Enclosure

0

the union that cares

le

4

- 4.93

Sincerely;

Martin Gleason
.0

Director of Legislation A

.tw
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Statement of the
,American Federation of State, Countyand Municipal Employees

on

S. 462, the Developmentally Disabled Assistance and Bill of Rights Act

Submitted to the
Senate Labor and Public Welfare Subcommittee on the Handicapped

18 March 1975

The American Federation. of State, County, and Municipal Employees

is pleased to submit this statement on S. 1162, the Developmentally Disabled
As'iistance and Bill of Rights Act, on behalf of the more than 700,000

members cf this union, and particularly on behalf of the 80,000 members

who work in mental health institutions.

We commend the Subcommittee and its distinguished Chairman

for beginning again the process of consideration of this important legislation.
While we believe that this legislation the Subcommittee is currently considet'ing

contains many progressive.and constructive approaches to dealing with

the developmentally disabled, we would like to propose certain amendments

which v.,e believe would furtner strengthen this legislation.

'State Plans

We are pleased to see a State planning process written into requirements
in this legislation for we have found that without adequate and public
planning, the provision of care for those with developmental disabilities

is often inadequate,.

Further, we are pleased that the State plan process (section 114

(a)) contains provisions for both reduction of inappropriate institutional
placement and improvement in the quality of care for those for whom

institutional careis appropriate (Section 114 (a) (1( and (2)).

During the past two years, AFSCME has conducted a series,of 5

Institutes around the country which focused on the question of deinstitutionali-
gallon. We found that little or no planning had been done in °terms of

the care needed by residents after they were discharged from institutions;
often no regard was given to the needs or employment of the workers

in the institutions and frequently no thought was given to the economic

4 9



490

-2-

impact of institutional closure op communities.

We therefore, recommend that the Subcommittee ensure by means
of this legislation, that patients requiring institutional care aie.not
discharged unless follow-Jp care is available. Further, we recommend
that furids are authorized for the upgrading of institutions for those
patients requiring institutional care. In the move toward deinstitutiunali
zation, the needs of those remaining in-the institution have too often
been overlooked and adequate funds have not been authorized for their
care.

Employee protections

Deinstitutionalization can mean the wholesale closure of state institu-
tions for the developmentally disabled, or, at the very least, large Cutbacks
in institutional staff. A public policy which encourages change-in
the method of delivering public services without guaranteeing to the
affected employees protections related to their employment status is
not responsible.

The quality of mental health care would be adyersely affected
under these circumstances. Quality care cannot be provided in an atmosphere
of uncertainty and fear among employees in public institutions likely
to be affected by deinstitutiolialiLation, = At a time of ship tages indirect
care personnel, it would be folly to lose th4 services and of experienced
health worker.s. Further, during, this period ocrising unemployment, .

It sepals senseless to deprive skilled workers of the opportunity to continue
to idrovidl health car.rr .

AFSCME, recommends the fiallowing language, which is intended
to minimize employee hardships and provide continuity both in employment
and in the dei-is.ihr)Y of health card. Similiar language can be found in
the Urban Mass Transit Act, and in the Juyenile Justice and Delinquer.cy
Prevention Act.

Section 114 (b) (22):

provide that fair and equitable arrangements are made, as
determined by the Secretary of Labor, to protect the
interests of employees affected by assistance under this
Act. Such protective arrangements shall include, without
being limited to, such provisions as may be necessary for

the preservation of rights, privileges, and
benefits (including continuation of pension
.rights and benefits) under existing collective
bargaining agreements or otherwise; the ,

c9ntinuatien of collective bargaining rights,
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the protection of individual employees against
a worsening of theiripositions with respect to
their employment; assurances of employment to
employees of-any-State orpolitical subdivision
of employment to employees of any State or
political subdivision thereof who will be
affected by any program funded in whole or

.in pant under provisions of this Act, with first
priority for employment in community
facilities being given to employees
of state institutions vt'lo become
unemployed'as a rest. of the shift
from institutional to community care; ".

training or re-training programs,
including a planned proaram for
career developmenj.aii`d adv6t.icement.
for all bategories of personnel.

re-number subsection 22 accordingly as 231

Further, AFSCME recommends that subsection (4) regarding the use
of volunteers be amended to ensure that volunteer workers are used
to supplement and not supplant positions held by paid employees. We
seeognit.e Old illiportanee of volunteer personnel but are extremely c.encerned
about the possible use of volunteers to fit regular jobs.

Title II Bill of Rights for theMentally Retarded and Other Persons
with Developmental Disabilities

AFSCME believes that Title II includes prqgreqive sections on
career development programs for employees, staff-patient ratios, and
in-service training.

However, in terms of personnel functions, we believe that Section
240 (d) (Subchapter IV-Personnel Policies) should be amended to delete
psychological assessment of employees, both initially and annually thereafter.
We question not only the necessity for this practice and the criteria by
which psychological assessment would be Indicated, but also the validity
of such tests.

Further, Section 240 (f) provides a mechanism for patients in
cases of alleged abuse but does not clearly define the rights of employees
in these cases. We urge that this section be amended to provide a mechanism
for the employee to present evidence, and be represented by someone
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of the employee's choosing, in cases of alleged abuse.

We commend the Subcommittee for its recognition in Section' 271
(c) (1) (Subchapter XVI-Volunteer services) of the impot tante of volunteers
supplementing the services of paid employees. We urge the sub,tommittee

. to amend the bill, as suggested above, to make the state plan consistent

with this subsection.

In conclusion, the American Federation of State, County, and
Municipal Employees believes.that, with the addition of the amendments
we have suggested above, the goal of proviaing.quality care to those
wikludevelopThental.disabilities can best be-Vchieved. We look forWard
to working withihe Subcommittee on this crucial legislation.

497:
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easter seal society for crippled children and adults

_.....2023ANEST_ OGDEN AVENUE, c-FilcAGQ ILLINOIS-00612
, *MUM Or

$.1.111PA A., I...w.. w.
T. 01.61

L7,:-.."*"., 0 c

3.646.66.16.06
.

11 6. 11...
PAO.3.1 S.; 1..4
C C6. 01

Al YeAcar C.. A

ItfolM 1114.0. 4.6
'Aet. Gr, )1/

la4 .4 Cots
21 6.6 66.
aM C.6Y.. 41.
C. Oa. CM..J... CA.
44.66 NOM SA

S II*Kew. ..sa. 1.0 N.A.
Ken,

6.606 116666

Are.
t le* S

eawtel KANO45.1 N. 6,1
Pot S.A. 66.1.0

I.M1S
;V..

0.161

6 II1C1 16 A-
l. OICICTINIS

'EreE31:-"
C.."1,M.S DOM..
* *NA I,

51.713 0 75 - 32

New Adder Ittply Tot
Wu/sinews Budding
1415 "G- St..N.W.
Suite 1011.12
Washington. 0 C. 20001
2021747.1066

12 March, 1975

The Honorable Jennings Randolph, Chairman
Senate Subcommittee on the Handicapped
United States Senate
Wsshington;:e.C. '20510

Dear Mr. Chairman:

Enclosed you nil, find a statement of the Rational
Easter Seal-Society for Crippled Children and Adulti which,
together with this letter, we request be, included in the
record regarding your consideration of the Developmental
Disabilities legislation.,

The statement reflects our deep concern about the
Developmental Disabilities Act and our t.upport for it. The
major point streised in this statement is the need to clarify
the definition of developmental disabilities so that it would
relate to functional capacity and not specific types of im-
pairments. We believe that the bill under - consideration still

poses some of the problem. inherent in the sill proposed last
year. Thee focus If our definition Is on behavioral deficits
resulting from a physical or mental condition which substantially
interfere with nn individual's ability to acquire normal skills
and knowledge and td' engage in competitive employment or manage
his own affairs. We believe that attempts eo list specific
types of impairments can never fully reflect the basic intention
of.tAis ley which is to provide servieet to better enable every
disabled individual unable to acquire normal skills and know-
ledge to become more independent ani'self-sufficient. Wo believe
that our definition as set forth in this statement and mentioned
above lends itself much more readily to the establishment of a
program responsive to the basic goals of the legislation.

We would also like, to take this opportunity to indicate
to the SubcOmmittee the importance of community-based care
and services in the field of developmental disabilities.

As you know, the ,National Easter Seal Society operates
about 250 outpatient rehabilitation centers serving about
238,000 physically handicapped children and adults, a substantial
number of whom are ddvelopmentally disabled. We believe that

4:98-
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resources such as our centers need to be further developed_
so that parents of disabled children and'disibled individuals
have more,choices'with-regard to the placement of disabled'
.people.

We appreciate the opportunity to submit the accompanying
statement and this letter and we will be"glad to be of
assistance to the Subcommittee as it considers this very

..important legislation. We commend you and the other Members
of the Subcommittee fgr your dedication to this program and
to the disabled in ihit country.

0
Sincerely,,

.

Edward J. Drake
President, National Easter Seal
Society for"Crippled Children
and Adults.

4 9
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Statement of

National Easter Seal Society for Crippled Children and Adults

is

Before the Subcommittee on the Handicapped of the

Senate Committee on Labor arid Public Welfare

on

S. 462

Developmental Disabilities Act of 1975

March 14, 1975
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'National Easter Seal Society for Lrjppled Chadren'and Adults
Position on Developmental Disabilities Legislation.

The nationwide Easter Seal Society hai a direct interest in proposals under
conside2ation in Congress to modify the Developmental, Disabilities Act. With
few exceptions our affiliated societies are a major provider of the wide range
of diversified services which may be supported under the Act in order to meet
the lifetime needs of developmentally disabled persons%

From a perspective developed during 53 years of providing direct services to
physically handicapped persons and their families, we have reviewed Public

Laws 8$-164, 91-517 and 93-45.

The Developmental Disabilities Act stems from Public Law 88-1644 the first
national commitment to promote the welfare of the mentally retarded. With
the passage of the Developmental Disabilities Act in 1910, significant and
important changes were made, the most important being the addition of the
concept of services.

Definition

As presently written the Act has goodIntentions but it could have disastrous
effects. It has set the welfare of one handicapped child against the other,
one parent against the other; one organization against the other. If we have

learned anything, it is that, the gains we have made in promoting legislation and
in obtaining appropriations, have all been made because we have worked together

in the attainment of a common cause.

The controversy over the Act lies in the definition of developmental disabilities
and its interpretation upon which implementation of the law rests. The broadening

of the definition to include cerebral palsy, epilepsy, and other neurological
conditions requiring treatment similar to that needed by mentally retarded
'rsons was a remarkataly important move. It is unfortunate that in defining

developmental disabilities, three diagnostic conditions were listed and that
other developmental disabilities were lumped together under the phrase, "other
neurological conditions". Specaying the three conditions has resulted in
implementing-this Act with undue emphasis on mental retardation, epilepsy and
cerebral. palsy to thg detriment of services to other developmentally disabled
children and adults. Although the definition was not intended to limit benefits

to the three disorders, and because of ambiguity in the wording, in actual practice
it excludes services to most other developmentally disabled. persons.

The National Easter Seal Society could support the definition that was proposed
by the National Advisory Council on Services and Facilities for the Uevelopmen-
tally Disabled, namely:

"Developmentally Disabled means a disability which I) is
attributable to medically determinable physical or mental

impairment; 2) originates before the Individual attains
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age 18 and has continued or can_be expected to continue.,

indefinitely; 3) constitutes a severe handicap to sub-'
stantial gainful activity (or in the case of a child

under 18, a handicap of comparable severity)."

this definition would eliminate mention ofthe three diagnostic conditions
and focus on the most substantially handicapped.

We would be willing to settle for the definition of the Council rather than
further fractionate the forces concerned with the Welfare of handicapped

persons, If, hdwever,ethe HouseCommittee were to explore a more conprehensive'

definition, we would suggest the following:

"a Developmentally Disabled person is one with a physical
or.mental condition, originating before age 18 which has

continded or can be expected to continue during the life
of-the individual, and which leads (or has led) to
functional deficits which substantially interfere with the
individual's ability to acquire normal skills and knowledge,
to engage in competitive employment, or to manage his own
affairs without public assistance "

Such a definition does not make reference to a "medically determinable"

impairment or to a category of individuals. These are not oversights for we

believe it is only through an analysis of one's functioning abjlity that we
can determine whether or not he is disabled in contrast tois having a
physical handicap. The person who makes the determinatiop should be experienced

in the remediation of such disabilities. The concept in this definition is

based'upon,functioning ability rather than upon etiology.

Other Considerations

The original Developmental Disabilities Act did not give guidance to the
functions of the State Planning and Advisory Councils on the Developmentally

Disabled. This has caused confusion in some States and has prevented these
councils from performing in an,effective way. We are aware of .he problems

some Easter Seal Societies have experienced in attempting to work with State

Councils for the Deve'opmentally-Visabled. Itqould be bseful if the amended
%gislation could provide more guidance about functions of these Councils.

The Nationaj Easter Seal Soctety wants to go on record as recognizing the
Developmental Disabilities Act as a very important piece of legislation. It

is our belief that the Act could be strengthened by clarifying the definition.
We would like to see a differentiation between that which is a physical

condition and that which constitutes a handicap. We would .like to see the

' focus on services and not on diagnostic categories. We-would like to see

services available to any person with a substantial handicap originating

before age 18 4ho needs such services. We would like to see as much Federal

money as poss.bie funneled into these programs so that the impaired in our
society need not be permanently handicapped.

532
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STATEMENT

Respectfully Submitted

to

The Subcommittee on_the Handicapped

of the

Senate Labor and Public Welfare Committee

on

4

S.462, "The Developmentally Disabled Assistance and'Bill

'of Rights Act"

in Behalf Of

United Cerebral Palsy Associations, Inc.

66 East 34th. Street

New York, New York 10016

By

E. Clarke Ross

-Assistant Director

UCPA Governmental Activities

Washington, D.C.

March 18, 1975
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- United Cerebral Paley Associations, Inc. believes that the
Developmental Disabilities legislation is Absolutely essential to the
eventual satisfactory programming for severely and multiply handicapped
individuals. The present departmentalised delivery systems hav for
the most part chosen to ignore the severely.abd multiply handicapped
and the relegate them in their thinking, planning, and service develop-
ment t4 some pattern of institutionalized existence out of the main-
stream of society.

. -
.

. ,

The DD Att with its targeting of this population Ter planning
and services, its mandate-for coordinating service programs across
department lines; and its involvement of consumere in the process of
planning and decision-making has taken a giant step in helping our
most severely disabled citizens move toward achieving their human and
civil rights. ,, .,- . .

Need for /mediate Enactment

The foremost concerfrof UCPA -related to the Developmental Dis-
abilities legislation is that it be extended immediately.

The frustration and despair experienced by state Developmental
Disabilities igencies,And councils over last year's congressional

vdeadlock has been highly detrimental to the operation of the program.
!The failure of Oongress to enact a permanent extension, and the
utilisation of stop-gap measures su,h as continuing resolutions have
had adverse effects on the administration of programs for the develop-
mentally disabled wAhin.the states. The following Ore some of the
areas that we have readily' identified.

t.

1) It has greatly lowered staff.- council morale.

2) It'has generated a reluctance by States to en-
gage in any long term planning. This is the
direct result of uncertainity over congressional
priorities and emphasis. Minnesota is awaiting
passage before issuing a new State plan:

3) It has forced a delay in the appointment of new
council members because of uncertainity over
congressional requirements. Council composition
is up,in the air in North Dakota, Colorado, and
.Montana.

4) It has postponsed 4any new staffing. of. State agencies
because of the obscurity in statutory, requirements:
Illinois is holding itp approved regional staff
positions open awaiting enactment of a DD extension
bill. Minnesota DD staff are currently undettem-
potary status for the same reason.

5) Nationally4, it has deferred necessarAtraining pro-*
grams because no new legislation exists. Tie Develop-
mental Disabilities Technical Assistance System
(DD/TAS) has planned a series, of orientatibn sessions
of new Council members on the changing focus of the
DD program.. .

504
A



500 t

This has been delayed until the passage of an extension bill.

6). It has created seriod% impasses in State government
o because Of confusion over the proper placement and au-

thority of both State DD councils and agencies. A
permanent statutory base is a necessity in order to
clarify the proper role of the DD program at .the state
level.

,

UGPA recognizes that congressional differences over the legis-
lation are substantial. However we feel it is' imperative that Con-
gress understand the Very harmful effects this deadlock is causing
at the State level°and the disruptive influence it can have on the
delivery of 'services to the Developmentally Disabled.

0

Definition =

UCPA certainly looks with favor, on the addition of "autism"
to the definition of developmental disability. We have always sup-
ported the broadest interpretation of the'term "developmental -

disabilities" no long as efforts are targeted on the most severely
and substantially handicapped individuals. Because of the-necessity
for interrelating DD programs with other state-federal programs such
as social services, Medidaid,wd'SUpplemental Security Income, it
seemedwise to us to have all of these programs use the-same defini-
tion for "disabled.' UCP opted to support a slightly modified ver-
sion of the definition used presently bythe Social Security Admin-
istration. This definition was also recommended by the National
Advisory Council for Developmental,Disahilities: .

An individual is considered to be disabled "if he is
unable to engage in any substantial gainful activity,
by reason of any4mediCally determinable physical or
mental impairment which can be expected to result in
death-or,Which'has-lasted or can be expected to last
,ror a dontinuous period of not less than 12 months
-lor; in the case of a child under the age 18 if he
suffers from any medically determinable physical or
mental impairment of comparable severity.)"

UCPA is fn agreement with the House .Subcommittie on Public
Health and Environment in not including "specific learning disability"
in the definition. We firmly believe that the Developmental, Disabil=
itlea legislatf.on must be limited to those persons with severe learnin
disabilities namely those individuals with substantial disabilities
requiring lifetime and comprehensive services. Part G of the Educe-,
tion of the Handicapped Act - Specific Learning Disabilities - offers
educational opportunities to the less severely learninZ disabled. This
legislation must be restricted to those individuals severely and mul=-.
tiply involved.

50'5
A

.



501

Bill of Rights: Key on Quality Assurance
-

UOP believes there must be Ccompromite-reached on the exact
provision ofthe Bill of Rights for the Men %ally Retarded and Other
Individ s-with Developmental Disabilities, Title II of the Senate
extensi n bill. We believe in the necessity of a strong quality
assurance mechanism but we are riot wedded to locking the Joint
Commission-on Accreditation of Hospitals ACF!4R standards into statute.

Last ycsr, UCPKpart<eipated with seVeial of her sister agen-
cies on the Consortium Concerned With,trie.DeyelopmentallT Disabled
in draftingan alternative Bet of standards for Senate professional
stiff. These alternative standards were accepted and are contained in
the Senate bill. UCPA teliebes they are-an appropriate_compromise to
the. existing deadlock over-Ibis 'souk, The alternative standards _

incorporate four-general.principles.\?.

1); Performance criteria by which the - developmental
process of a person with-developmental disabil-
ities may bemeasure4.

2) Indiliidualized written habilitation'ylans for
each perionwith a developmental disability.

0

3) Designation of a-program coordinator-to assure a
focal point for responsibility for the implemen-
tation of the individualized plan.

41 Creation of a_prbtective and personal advocacy
system separate from the direct service agency.

Conclusion ,0

UCPA believes_ihe.Developmental Disabilities program is a mean-
ingful and-fundamental program for the nation's severely and multiply
involved disabled persons. We believe the Congress' has delayed too
long its responsibility for enactment of a permanent and litable program
which has proved its effectiveness. UCPA strongly recommends immediate
passage of the legislation; the establishment of a functional, non-
categorical definition targeted on the mostseverdly and substantially
disabled individuals; and a compromise on Title II'whie% will guarantee
quality assurance while maintaining flexibility at the service:provider
level. .

0
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Developmentally DiiiabledAsslatence

and

Sill of Rights Act

(s AS2)

Statement for the Record

Submitted to

subcommittee onthe Nandicappea

Cosmdttee on Labor and.Publid

United States Sonata,

On "Behalf of

National Council of Community Mental Nsalth Center's

March 18, 1975 '

This statement lezpieseSted on behalf of.the National Council of,Comunity
Mental Health Centers (NO:MC), reptiessting 317 community mental, health.;
'centers, most of which receive federal!. unding Under the Community Mental

Nealth'Centers Act, and all of which receive federal funds from one source or
another, and another 119 agencies which are developing CMHC programs or which

have a direct interest in eommooIti mental' health.
. -

The National Council of Community Mental Health Centers (NCCHNC)'is pleased to

have an opportunity to'comment on the extension of thh Tevelopmentalyisabilities

Act. Since 1970, this Act hhe enabled states and localities to-improve and

axpandservices to developmentally,disabled person's, a long neglected segment

of ourrpopulation.

The NCCMSC would like to draw attention to a significant trend 'it the operation

of progreis under he DD, Act; which has been to increase effort and e:;hsel.". on

deinstituiionalisifit develOpMentally disabled persons. NCCMHC'igrees vitt?:

national authorities an developmental disabilities, and particularly on rental' '

retardation, that for the'vast majority of Individuals institutional care is '

imapprOpriste and Inhuishp. Further, it is geniralWaiieed that returning
institutionalised individuals,fo the community has it good effect on,an individuals

rshabilitiation.- 4

322 Georgetown Sodding 2233 Wisconsin Avenue, NAN, Washington, OhC. 20007 ,Phone /2021 337,7072

r

5



503

-2-

The Programs provided for under the DD. Act have nurtured this trend by
stimulating and expanding community-based services and facilities for.the
developmentally disabled. It is NCCMHC,policy to encourage deinstitutionalization
where such programs are consistent with the capacitiesof the individuals concerned
emd where adequate provision has been made for alternative care and service in the
communitY.

II 462 contains slay provisions which will not only. strengthen the DD Act in
pascal, but will also strengthen the trend in-the deinstitutionalization of
the devsloymentally,disabled. NCCMHC supports the extension of the DD Act
as projected in S 462 but with a reservation concerning the promulgation of
standards-for institutions caring for,the mentally retarded contained in Title II.

latenoion of. DD Act

le'rear':-.1ng this legislation, NCCMHC finds it significant that S 462 provides
for,a five- ear extension of-the programa authorized by the DD Act. The House bill,
az 4005, mix provides-for a three-year extension.

NCOMIC supports the Senate provisions providing for a five-year extension and .

advance funding which recognizes that states must have a long range perspective
snd'a continued assurance of funding in order to carry out the comprehensive
planning mandated by the Act.

A two-year extension does not adequately allow foi well thought out planning
activities, program stability, and continuity in the provision of service. to
developmentally disabled persons.. If increased activities for the respOnsible
state agencies, are to be mandated than the legislation must provide for a means
whereby states can realistically follow through on the newly mandated
responsibilities. The five-year extengibn and advance funding provisions of
the Sonattbill acknowledge the increased responsibilities.

State Grant !roar=

Consistent with the five -year extension provided for in S 462 are the provisions
for the state grant program. This program, which provides the basic funding
aedienisa for improving services to the developmentally disabled population, is
essential if states and localities are going to continue serving dd persons in a
manner consistent with need.

NCCNOC concurs with the Senate-provision requiring agencies receiving assistance
under the Developmental Disabilities Act to have affirmative action plans for
the employment and advancement of handicapped-individuals.

Auth &rizations

The authorization levels in the Senate bill are such more realistic than those
in the House bill, especially if the states are to Jequately perform the
increased responsibilities mandated by this legislation.

The Rouse authorization levels would not enable states to provide for and
expand service and maintain adequate planning levels, particularly in light
Of the new requirments for an emphasis on deinstitulonalication.

4
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'State Plans

NCCHHC also strongly supports those provisions in the Senate bill which would
strengthen state plan requirements in the direction of encouraging more
comprehensive planning by states for persons with developmental disabilities.

Specifically, S 462 strengthens the state plan requirements by mandating that

plans must include provisions designed to:

reduce.and eventually eliminate inappropriate institutional

., placement of persons with developmental disabilities

11;
provide early screening, diagnosis, and evaluation of
developmentally disabled infants and preschool children

support community programs as alternatives to institutionaliza
tion utilizing the personnel and resources in related community

programs

The House bill contains a similar provision by adding a requirement that states

plan:

"...to eliminate inappropriate placement in institutions of persons
with developmental disabilities, and to improve the quality of care

and the state of surrounding of persons for whom institutional care

is appropriate."

In addition, the House bill contains a provision that states 48a first at least

102 and then at least 30Z of their available monies for deiustitutionalizing as
many of those with developmental disabilities as is possible.

Although implicit in the House bill, the Senate bill which NCCHHC supports

makes explicit the mandate of the legislation, as regardi deinstitutionalizationr

by requiring state plane to include:

planning and support for eliminating inappropriate placement in
the first place through provision of early screening, diagnosis,

and treatment

planning for the development of suitable programs for persons
with developmental disabilities in their own communities

NCCHHC feels it is important that legislation extending the DD Act make specific

that conmunity programs of support for persons with developmental disabilities

are to be supported and that inappropriate institutionalization be reduced and

eventually eliminated.

However, deinstitutionalization of persons with developmental disabilities,

without ensuring community programs of support, is not only inappropriate but

inhumane. Consequently, it is necessary that the more specific language in

the Senate bill be enacted.

509
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Project' Grant Authority

Under existing law, the project grant authority for special projects and
demonstrations to improve and integrate care for dd persons has been inadequate.
NCCMHC welcomes the Senate provisions which would considerably expand grants for
special projects for services to persons with developmental disabilities.

This new project grant authority would greatly stimulate and expand programs
which assist handicapped individuals who are disadvantaged or multi-handicapped.
These demonstrations provide models for systems of community-based care which
provide a matrix of supportive services necessary to maintain a person with
developmental disabilities in the community.

MCCMUC ilso_supports the provision in the Senate bill which continues the
authority for national significance grants to states and other public or
nonprofit agenciesfor-demonstration projects designed to coordinate and
utilize. available community resources for services to developmentally disabled
individuals.

In the past, these projects have assisted in meeting the needs of the
disadvanragedtwith developmental disabilities and haVe-demonstrated improved

_

techniques for service provision.

Continuation of this authority guarantees that the necessary work of improving
and integrating the service delivery system to persons with developmental

disabilities will be performed. With an increasing emphasis on adnstituionaliza-
tion these grants will be necessary to further demon trate integrated service models
and effective coordination of community resources to persons with developmental

disabilities.

University-Affiliated Facilities (UAFs)

NCCHHC concurs with the Senate bill which provides for modifications in the
UAF,progrim designed to faciliate greater coopination wiuh the other state
developmental-disabilities programs and which would requiii UAFs to establish
priority goals, (as outlined in S 462) as a condition for assistance.

The demonstration and training grants which the UAF program provides for are essen-
tial and compliment functions of the other programs provided for under the Act.

Targeting the UAF program toward the goals which S.462 establishes for the
state developmental disabilities programs will not only facilitat'e greater
access to these services and resources for developmentally disabled persons
but will also enhance the total system of care provided for under the Act.

State Councils

The NCCMHC is pleased to see that S 462 would strengthen the role and revise
the functions of the State Councils.

, 1

ly mandating State Council responsibility for overall consideration, planning,
and development of all programa involving the developmentally disabled the much
needed centralilation of authority for programs to this segment of the
population is secured and accountability for dd programs ie increased.

t'5 1: 0
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In addition relieving the State Councils of the responsibility for
administration of grants (and'the time chasumed by such activity), is

consistent with the mandate that these councils prepare the state plan,
establish,funding priorities, and evaluation implementation of the state

plan. S 462 recognizes the importance of the councils' planning function

and the time required to adequately plan for the developmental disabilities
community through the provision which relieves councils of this ;ask.

The required 202 set-amid. of a states allotment' for State Planning Council
personnel is further askurance that councils will have the capacity to.

fulfill their pleaming, development, and evaii.ation smaponsibilities.

As the State Council is.giveOla much more substantial lead role in determining

the generel,direction and goals of the program, so too-is there need to facilitate

communication between those who plan,-providers, and -consumers.

The:provisions of the Senate bill which, require public representatives on the

state councils is important. This provision will not only facilitate consideration
of alternative modes of care but will also forge stronger linkages in the total

avgest of care to persons wit. Ievelopmental disabilities. The desired changes

in 60 role of the State Councils would be greatly strengthened by passage of

the Senate-bill.
",r

Evaluation

A critical component of a comprehesive planning approach, which the NCCKHe

strongly advocates, is an accurate easement of existing services and resources.

We support the provisions it S 462 which would require HEW to develOp model

evaluation system which the states will implement. Effective comprehensive

planning requires that we have assessed the adequacy of services currently
provided and that we develop and have criteria by which progress can be

measured over time.

Efficient utilization of resources and the overriding need to provide necessary
services germane to persons with developmental disabilities mandates this,

-Quality of Care

In the past, NCCKHC has encouraged improvements in the quality of care,
habilitation, and rehabilitation for those for whom care is appropriate.

MCCNRC is aware of the inadequate and all too often dehumanizing conditions
which prevail in many of our institutions for the mentally retarded. The need

for an imposition of standards on the appropriate parties is considrmhle if

current conditions are to be upgraded.

Rot:aver, NCCMHc believes that a mtmtvtory approach to standard-setting, such

as that contained in Title II, is both unwise and impractical.

Over the last decade, the manner in which we think about retarded people and
how best to provide service for them has changed considerably. The recent
trend towards rejecting institutional/cu....4101 modes of care to Imo:::

normalized community living and care is testimony to this.
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This legislation would eLrengchen current trends. in this direction by candating
furtheideinstitutioualization of persons with developmental disabilities. This

will surely have implications for both institutional and non-institutional
standards of care. NaTNC's concern is that the legislative process is too
cumbersome to permit a time* revision of these standards to reflect' current
experience and thinking in the field. This would ultimately impact on those
the provision is designed to protect - persons with developmental disabilities.

The $CCNHC respectfully requests that the subcommittee consider an alternative
approach to staidard setting. An alternative would be to direct the Secretary
of NEW to promulgate standards through the regulatory process and/or incltide

a limited waiver authority for Secretary.

We applaud the Subcommittee's continuing efforts to ensure reasonable
standards of care for this segment of our population, but respectfully submit
that the problem can be properly addressed in an alternative fashion.

In conclusion, NCO= feels that many of the desired changes sought and
needed in programs under the DD Act would be secured by passage of S 462.

As you well know, the DD Act expired June 30, 1974. With a lack of authorizing
.legislation, many uncertainties are cast d4er these mandated to provide service

to and persons with deve1.4nesta1 disabilities. We strongly urge this subcommittee
to act quickly on this much needed legislation and hope that it can be enacted

without compromising the principles outlined above.
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The National Association for Retarded Citizens is again pleased

to have the opportunity to present this statement on the Developmentally

Disabled Assistance and Bill of Rights Act. Our organization

Was very disheartened when this Committee and your counterparts' in

the House were not able to reach agreement in conference on your

Developmental Disabilities bills at the end of the 93rd Congress.

We are delighted and greatly encouraged, however, that you have seen

- fit to make the Developmental Disabilities legislation-among the

first to be considered in this new Congress.

This statement, in general terms, contains our positions and

recommendations designed to make the Developmental Disabilities,

program a better vehicle for developmentally disabled citizens to

obtain necessary services.

Length of Extension of the Legislation

The National Association for Retarded Citizena'supPorts the

Senate bill, which extends the Developmental Disabilities program

for fiye'years. This program needs to be stabilized as soon as

posailile. We know this program is still in its infancy. State

Councils have just recently become smooth working groups. Pro-
,.

vides agencies and state agencies are now recognizing the impor

tance of this program.

The failure of the last Congress to enact-extending

legislation has slowed this progress considerably. Since this

program has lacked new authority, increased appropriations have

hot been possible. A five year extension will greatly enhance

the ability of Developmental Disabilities Councils to carry out

their activities.

51-713 0 - 75 - 33
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Definition of Developmental Disabilities

Our organization endorses the retention of the definition con-
,
twined in the present Act. We oppose the inclusion of learning

disabilities in the definition of developmental_disabilities, as

contained in the Senate bill. We recognize the great need to provide

services to the learning disabled population. The very term, "learning"

disabled, however, connotes difficulty in the educational process.

The vast majority of these children must be served through the public

school system. We envision this need as an educational one, which

should not be a Developmental Disabilities role except as the

State Council reviews the spedlal education state plan.

The National Association for Retarded Citizens has and will

continue to support increased appropriations for programs for the

learning disabled under the Education for the HandicApped Act.

In addition to the limitation to educational service needs,

we feel that this disability category does not meet another criteria

in the existing developmental disabilities definition, namely,

that the disability "has continued or can be expected to continue

indefinitely."

We also note that the Administration has chosen not to include

the learning disabled in their Developmental Disabilities bill.

Federal Matching

The National Association for Retarded Citizens strongly urge's

you to retain the present 75% Federal matching requirement. The

Senate matching provision (70%) and the Administration's declining

matching proyisions would greatly inhibit and possibly prohibit

states and provider agencies from participating in this worthwhile

program. This is particularly true in these times of tight budgets.

515



511

-3-

Consumer Representation on Developmental Disabilities State Councils

Section 115(d) of the Senate bill contains language that would

prohibit offices of any organization which receives funds or pro-
,'

;rides services pursuant to this Act, from membership as consumers

on the state planning councils. The National Association for

Retarded,Citizens opposes thi3 provision. In our opinion, the intent

of having consumers and their representatives on the councils is

to allow other council members the opportunity to hear and see first-'

hand, the needs of the devel4mentally disabled. At the same time,

it allows direct input by developmentally disabled individuals and

their repteseotatives at.council meetings.

..The mentally retarded, particularly those that meet the defini-

tion of developmental disabili,ty have difficulty in articulating

their needs and participating in the process.; of council business.

For this reason, the defAition of consumer in the existing regula-

tions includes representatives of the developmentally disabled.

Most of the officers of Associations for Retarded Citizens and other

similar organizations are parents of these individuals,and are

usually the most ini.rolved persons in that organization, and can

best articulate the needs of the people they represent.

To deny these individuals the opportunity to serve on Develop-

mental Disabilities Councils will rob the councils of valuable

consumer representation and leadership. We urge this provision

be removed.

We do support, however, the provision that employees of these

organizations not serve as "consumer representatives."

Bill of Rights.Provisions

Our organization. has a deep commitment toward the purpose

as stated in Title II of S. 462. The Policy Statements on Residential

51:6%
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Services adopted by our Board of Directcrs in October 1968, addresses

the issues of the denial of civil rights, unnecessary, inappropriate,

and prolonged institutionalization, the lack of maintaining stan-

dards and the need for alternative community care, all of which are
-

addressed in Title II. To this end, the National Association for

Retarded Citizens was a lead agency of the Accreditation Council

Om
for Facilities for the Mentally Retarded which developed the two

sets of standards incorporated as Parts C and D.of Title II.

It is our opinion, however, that locking these ne4i relatively

untested standards into law is a serious mistake. ese standards

will need constant revision. To have to,amend the Devilopmental

Disabilities Act to accomplish this will be tedious and use up much

of the Congress! valuable time. At the same time, we relognize

the intent of this Title as very Important.

We recommend adopting Part B of Title II in,some revised form

that will allow providers of service to the developmentally disabled,

state agencies and the Federal Government to establish and imple-

ment quality assurance systems. In order for this to be accomplished,

a,reasonable timetable for compliance must be flexibly structured

and most .important, the Congress must authorize specific sums pf

money'for residential and community-based facilities to be upgraded

to achieve compliance and for the Secretary to develop such ,

systems.

We urge this Committee not to enact Title II of the Senate bill,

as presently written, into law.

Authorizations

We strongly endorse the Senate authorizations for the fOrmula

grant program. We also support the Senate authorizations 41$20

million for the University Affiliated Facilities programs.

.5 I
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We recommend the consolidated special project grants be authorized

at $18.5 million for the first year, with an additional $2.5 million

added each subsequent year.

Consolidated Special Project Grants and Projects of National Significance

The National Association for Retarded Citizens strongly encourages

'this'Committee to enact.the Special Project Grant provision in the

Senate bill at the authorization level contained in our recommended

authorizations. '0

Additionally, we support a 30t set aside for projects of

national" significance under the special project authority, rather than

a 10% set aside under the formula grant program.

Our organization hopes that'the above recommendations will be

helpful to you in your deliberations. The Developmental Disabilities

program is a vital,one tnat sets in.,place, at the State level,

meaningful planning mechanism designed to pull together Federal,

state and,local resources to maximize their impaction developmentally

disabled citizens. In these hard economic times, maximum utilizatikm

of thes;%sesources should be utmost in,our minds. We urge you to

enact this legislation as rapidly as possible in order for the State

Developmental Disabilities Councils tq renew their activities And in

order that thousands of developmentally disabled persons can begin to

receive desperately needed services.

This Committee is to be congratulated for its past efforts

on behalf of the developmentally disabled citizens of our country,

and we w,lbh you well in this new session.

5t8
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, AMERICAN DENTAL ASSOCIATION
WASHINGTON WI= SUITE 1004 / 1101-17TH STRUT. N.W. WASHINGTON. DC. 21:0311/ PM. 1013431111

March 18, 1975

The Honorablegennings Randolph
chairman
Subcommittee on-the Handicapped
5121 Dirksen Senate Office-Building
Washington, D.C. 20510

Dear Senator Randolph:

I am writing to express the views or' the American Dental Association
concerning S. 3378 the Developmentally Disabled Assistance and Bill 01-.
of Rights Act, particularly with respect to the dental care provisions '
in Title II of the proposal, the "Bill of Rights" for the mentally
retarded. 4

,-

.

We'believe that the comprehensive dental standards outlined in
Ft seotion 261 are well- conceived, and if attainedwill result in_

a professionally sound and effective dental health treatment
- program for residents of facilities for the entally retarded

a others with developmental disabilities The authors of the
t

bill are to be commegfted for the thorou s of their tffider-
s ending of proper dehlal care procedu es.

nfortunately we do not have sufficien information to 2nable us
o comment meaningfully on two aspects of the dental provisions
f this bill which we feel deserve considerable study. These
ame two questions would apply to the other areas for which/
standards are established. one of these relates to the cost
of implementing the comprehensive'dental program as outlined in
the standards in all appropriate faCilities in the U.S. The

'l second question reltei to the practical possibility of actually
establishing such a program in each facility within7ive years.

4though the goals of the legislation ere extremely desirable, it
would appear that questions as to overall cost and the availability
of equipment and manpower must be realistically answered before a

)1

program as comprehensive and as spedific as that proposed in this
bill can be implemented. For these reasons, theisCommittee may wish
to include language in the legislation permitting some sort of
Waiver or partial waiver of the standards where thlfs can be
justified with respect to individual facilities.

519
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The Honorable Jennin4s,Randolph
page two March 18, 1975

It is...respectfully submitted that these comments be included in
the hearing ,record on S. 3378. If,any further assistance can be
provided during, your deliberation, please do not hesitate to let
us know.

Pi!xdf
e,

4

4.

3

,G)

a
Sincerely yours,

Paul W. KUnkel, Jr., DA,Lp
Chairman'
Council on Legislation
American Dental Association

x
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P.UNITEDCEREBRALPALSYASSOCIATIONS, INC. 66 EAST 34th STREET NEW YORK, NEW YORK 10016

Reply To: Harold A. Benson, Jr. (212) $$96455

Director
N. w. b Governmentil Activities Office

March 13, 1975

CULMANOTCLOCCS
VIAmerCo O. C. 2C001

eacra

MAR 1 7

The Honorable Jennings Randolph
9hairman, Senate Subcommittee on

the Handicapped
Dirksen Senate Office Building
Room 5121
Washington, D.C.

Dear Senator Randolph:

United Cerebral Palsy Associations, Inc., applauds reemat
Congressional efforts to increase the responsiveness and effectiveness
of the Developmental Disabilities program. If these congressional objec-
tives ,to better serve, those with developmental disabilities are to
be adequately achieved, HEW's Division of Developmental Disabilities

'mist be strengthened and reinforced on a continuing basis.

We believe the sincerity and leadership of Assistant Secretary'
StanleypTbomas has vastly improved the visibility, focus, and morale
of the Developmental Disabilities office. However, More is needed.
Pegteater effort should bermade.

We have witnessed a startling demise in,the actual number of
staff positions. In December 1967, the former Division on Mental
Retardation had a staff of 60 persons which declined to 33 by February
1970. In June 1971, when the Division on Developmental Disabilities
began to actively implement P.L. 91-517, a staff of 28 was in place.
Today, {December 1974) we see a.staff of 18, a two-thirds reduction
from 1967.

The Congressional proposals would expand the Division's administra-
tive oversight responsibilities, would expand the Division's responsi-
bilities and effectiveness in serving an improved National Council,
would require, promulgation of regulations within 90 days of enactment,
would increase special project activity, and would require the Division,
in consultation with the National Council, to develop an elaborate mefel
evaluation system and to develop a plan for implementation by the
states. UCPA0supports these initiations but emphasizes that adequate
Staff must be in place to guarantee their success.

UCPA has always been concerned with the breakdown in communications
between central office - regional office - andetate agencies and
councils. In our February 6, 1973 Senate testimony we emphasized tie*
fact that "there seems to be-no clear cut, consistent method to

lt00...111 0.1.110141.0k. ISC.wtIVIN Ja. aswf. ea. VCCot
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Senator Jennings Randolph
March 13, 1975
Page Two

4

channel information from the HEW central office to the Regional office's
and then to the state offices end state councils". We,firmly believe
that HEW regional offices must be so organized to guarantee the integrity
and 'identity of the Developmental Disabilities program.

UCtA notesorith interest the placing of the Director of the Office
of Rehabilitation Services (DORS) in a position of direct responsibi-
lity to the Regional Commissioner. UCPA recommends that the appro-
priate Developmental Disabilities staff have direct access to the
Regional Commissioner following the DORS model.

4
Successful implementation of the new DD legislation will be highly

dependent on a viable and strong administrative structure. This
':;structure must be ao organized as to increase staff capability, especially

+r evaluation to upper level' management, especially in matters
Y1 contvrning budget decisions and long range planning; and to increase

the recognition of the Division's planning and coordination fuactiens.,

UCPA is hopeful that the sincere efforts and concerns of the Congress
withAhe future of the Developmental Disabilities program will be
reinforced by a strong administrative endeavor. Thank you for your
consideration.

AG/pab

cc: Subcommittee Members

Sin ely

5 9 9id 64

8. A a Gruber
Chairman
VCPA Governmental Activities

Committee



Calendar No. 155
'94m CONGRESS t SENATE Rzroirr

1st Session No. 94-160

DEVELOPMENTALLY DISABLED ASSISTANCE AND BILL
OF RIGHTS ACT

MAI* 22, 1975. Ordered to be printed

Mr. RANDOLPH, from the Committee on Labor and Public We lffire,
submitted the following

REPORT ,

[To accompany S. 4621

The Committee op Labor and Public Welfare, to which was referred
the bill (S. 462) to provide assistance for the developmentally disabled,
establish a bill of rights for the developmentally disabled, and for
other purposes, having considered the same, reports favorably thereon
with amendments) and recommends that the bill as amended do pass.

PURPOSE

The principal purpose of title I of S. 462 is to extend and improve
the programs initiated under the Developmental Disabilities Services
and Facilities Construction. Act (Public Law 91-517) for five years
beginning July 1, 1974.

it is the Committee's intent to insure the continued targeting of
funds and resources to developmentally disabled individuals through
a combination of national, State, and locarefforts. To this end, this
legislation is designed to assist the States, in developing a compre-
hensive plan which will bring together all available resources so that
such persons may be ..,erved in the most effective, efficient 'a ay. Fur-
ther, it will add a new program to facilitate the achievement of
standards by residential and community facilities in order to protect
the rights of mentally retarded and other developmentally disabled
pe rsonS.

The intent of title II is not only to improve care in residential
facilities but also to minimize inappropriate admissions -and to
stimulate States to develop alternative programs of care for mentally
retarded and other developmentally disabled persons. It is clear that

4"
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the proYision of adequate and humane care in large State ;nstitutions
alone is not an adequate' answ er to the problem. Other initiatives must
include cutting off the flow of residents into the institution through
the development of community alternatives. Thy:, title II is directed
toward these goals.

NEED FOR LEGISLATION

As jiclIfted in S. 462, developmental disabilities are those disabilities
hich originate in childhood and are attributable to mental retarda-

tion, cerebral palsy, epilepsy, autism, severe specific learning dis-
abilities, or to certain other conditions. Such disabilities continue
indefinitely and constitute a substantial handicap with respect to
one's ability to function adequately for personal or social needs.

Over 6 million American citizens suffer froM mental retardation;
those epilepsy number over 2 million, 750,000 suffer from cerebral
palsy, those suffering from autism are estimated at 80,000; and approx-
imately 1 percent of the school-age population suffers from specific
learning disabilities toward the severe end of the continuum. A large
percentage of all these citizens are so severely disabled as to require a
lifetime array of services to reduce dependency or to develop potential
abilities for personal and social functioning. Developmentally disabled
persons frequently are afflicted with two or more overlapping con-
ditions: for example, approximately 35 percent of those afflicted with
mental retardation suffer additional severely handicapping conditions
such as cerebral palsy, epilepsy, deafness or blindness. Obviously,
these individuals require programs designed to ,provide for specific
and multiple problems.

The concept underlying the Developmental Disabilities Act passed
in 1970 was that there was a great need for better planning for services e

to developmentally disabled individuals. That legislation, therefore,
used its limited funding to fill gaps in existing generic and specialized
services, to extend the reach of currently available services to new
groups of individuals, and to integrate service resources in a State
to meet the changing needs of developmentally disabled persons.
The Act also provided for interdisciplinary training -programs in
institutions of higher education, for grants for projects of national
significance, and grants for the construction and operation of
University-Affiliated Facilities (UAF's) for the developmentally
disabled.

Encouraging but limited progress has been made under the present
law. There has been a limited emphasis on community care and refine-
ments in institutional programs; there are inadequacies in various
States in terms of advocacy, early intervention, developing alterna-
tives to institutionalization, improyemcnts in institutional services
and environment, transportation to and from services, and identifica-
tion and tracking of clients. In relation to the magnitude of \need,
accomplishments in these areas liaveharely scratched the surface,

Further, in reviewing (at the request of the Subcommittee on the
Handicapped) the programs supported under the present Act, \t
General Accounting Office found (a) that wide variation exist
between programs for developmentally disabled persons in tho various
States; and (b) that programs within the same State, supported either
by funds for the University Affiliated Facilities or by tho grants-'
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in-aid to the States sprogram, frequently were administered and oper-
ated without coordination and with different goats.

The Committee has determined that there is a need for continued
Federal concern for the treatment and dignity of developmentally
disabled citizens in terms of appropriate legislation and adequate levels
of financial support. In particular, the Committee believes that there:

_ a need for a clear exposition of the purposes for which support.
should be provided under the authorities of the Act and that the pur-
poses and goals of programs located in University-Affiliated Facilities
and those located in the community should be the same.

To achieve this goal, the Committee bill is written so that the States
must expend more effort in coordinating planning for the delivery of
services to developmentally disabled individuals. S. 462 establishes a
cooperative relationship between the State Planning Councils and
State agencies responsible for the implementation of the State plans.
The Committee believes that this new relationship will be MGM effec-
tive in the planning and catalytic deployment of funds so that an inte-
grated and efficient delivery of services to developmentally disabled
individuals can be achieved.

In brief, title II of S. 462 reflects the Committee's increasing con-
cern about persons who are institutionalized because they are develop-
mentally disabled. In his statement before this Committee, Dr. Robert
Cook commented as follows:

- The institutionalized mentally retarded dre the most neglected_
of all persons in our society. They have been subjected to ethical
and legal abuses, with loss of. rights, both civil and personal, fre-
quently occurring without even a semblariCe of due process. Such
abuses have recently been recognized by class actionsuits through
the courts and some change earlobe expected. Some of the de-
humanizing aspects result from gross inadequacies of institutional
facilities, programs and personnel, and are not a necessary conse-
quence of residential care./

There is no question but that residential care outside the par-
ents' home is necessary in some instances. Families for a host of
reasons may, not be able to cope. Families maydisintegrate from
illness; physical, mental, or social. The retarded or disabled may
present management problems far greater than any parent can
take care of, or the retarded may age and move into adult life
without parental care. Thus, we will need residential care for
many, many years to come.

The last four years have seen a. dramatic increase in public aware-
ness of the needs of institutionalized mentally retarded or develop-
mentally disabled persons. This has been highlighted by scandals in a
number of:institutions, by court cases, and by some excellent" work
done in the mass media. Testimon,y before this committee persuasively
demonstrated that implementation and enforcement of minimum
standards of care in institutions fdr the developmentally disabled are
urgently needed and that the Federal government can and should
play a significant role in upgrading the care and services provided to
developmentally disabled persons in public and other facilities which
,operate with Federal funds.

HEARINGS

On February 8, 1973, the Subcommittee on the Handicapped of the
Committee on Labor and Public Welfare held hearings on S. 427, a

tl
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bill to provide for, the extension of the Developmental Disabilities
Services and Facilities Construction Act.

More than 25 witnesses testified in support of S. 427 and related leg-
islation. A considerable number of professional and consumer organi-
zations were represented. Among those groups testifying were the
National Society for Autistic Children; the National Association for'
Retarded Children; Natio-nal Association of Private and Residential
Facilities for the Mentally Retarded; Muscular Dystrophy Associa-
tion of America; American Speech and Hearing Association; United
Cerebral Palsy Association, Inc.;, American Physical Therapy Asso-
ciation; National Easter Seal Society for Crippled Children and
Adults; National Association for Mental Health, Ine.; and_ National
Association of State Mental Health Program Directors.

Hearings were concluded when testimony was given on May 1, 1974,
concerning S. 3378, the "Developmentally Disabled Assistance and
Bill of Rights Act". Witnesses at this hearing included Mr. Stephen
Kurzman, Assistant Secretary for Legislation, Department of Health;
Education, and Welfare; and Mr.,.:Jaines Dwight, Administrator,
Social and Rehabilitation Service, Department of Health, Education,
and Welfare.

Because S. 3378 was not enacted, the Chairman of the Subcommittee
on the Handicapped, Senator Jenn:ngs Randolph, reintroduced an
identical bill in the 94th Congress with bill number S. 462. On
March 18, 1975, the Subcommittee held hearings on S. 462 and on
S. 1194 (a measure which Senator Stafford, ranking minority member
of the Subcommittee, had introduced by request). Testifying at that
hearing was Stephen Kurzman, Agsistant Secretary for Legislation,
Department of Health, Education, and Welfare; Peter .Franklin,
Special Assistant to tho. Secretary; and Francis Lynch, Director,
Office for Developmental Disabilities, Office for Human Development.

BACKGROVND

On February 5, 1963, President Kennedy sent a message to the
Congress proposing two major new programs. MI stated in that
message:

In an effort to hold domestic expenditures down in a period of
tax reduction, I have postponed new programs and reduced added
expenditures in all areas when thatcould be done. But we cannot
afford to postpone any longer a reversal in our approach to
mental affliction . . . We can procrastinate no More. The
national mental health program and the national program to
combat mental retardation herein proposed warrant prompt
congressional attention.

The legislative package contained in President - Kennedy's proposal
was the result of recommendations of the President's Panel on Mental
Retardation, which lie had appointed in 1961, when lie first directed
that new approaches in these areas should be, developed. The results
of the President's recommendations for new programs were embodied
in Public Law 88-156, a bill which launched a special Federal program
of comprehensive maternity and infant care projects aimed at high-
risk mothers, and Public Law 88 -164, which launched the first major
Federal program for the construction of facilities for the mentally
ill and mentally retarded.
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The Developmental Disabilities Services and Facilities Construc-
tion Act (Public Law 91-517) was signed by President Nixon in 1970
and was an outgrowth of, and an amendment to, Public Law 88-164.
In the interim between the passage of the two laws, modern buildings
were constructed, demonstration programs were successfully con-
ducted, and manpower was trained. Benefit" from the mentaLretar-
dation program were being felt. Still, large groups of handicapped
persons with conditions needing similar services were excluded.

Public Law 91-517 changed the original 1963 Act in several different
ways:

1. It broadened the population to be served by the legislation, in-
cluding not only mentally retarded persons, but also those suffering
from cerebral palsy, epilepsy, and neurological conditions closely
related to mental retardation..

2. Tide I, Part B of Public Law 88-164 had authorh.ed project
grants for the construction of University-Affiliated Facilities for the
mentally retarded. The new -law extended this program for three addi-
tional years, expanded if-to include other developmental disabilities
besides.mental retardation, replaced the term "clinical training" with
the term "interdisciplinary training" to emphasize the cross-discipli-
nary nature of the UAF program, and authorized a new program of
project grants for operational support for programs in facilities of this
type.

3. Title I, Part C of -Public law S8-164 created authority for con-
struction of community mental retardation facilities. Public Law 91-
517 replaced that authority. The new law mandated a Federal-State
formula grant program to (a) assist the States in developing and im-
plementihg a comprehensive State plan to meet the needs of the,devcl-
opmentally disabled; (b') to assist public or other nonprofit agencies
in the construction of facilities used in the provision of services; (c)
to provide services to persons with developmental disabilities; (d) to
support costs of planning, administration, or technical assistance to
States and local agencies; (e) to train specialized personnel needed in
this area; and (f) to proVide for the demonstration or development of
new techniques for the delivery of services.

Public Law 91-517 also established a National Advisory Council on
Services and Facilities for the Developmentally Disabled to advise the.
Secretary with respect to regulations promulgated pursuant to enact-
ment of Public Law 91-517 and to study and evaluate programs au-
thorized by Part C under that law.

In June 1973, thirteen major authorizations for Federal programs
(including the Developmental Disabilities program) expired small-
taneously. They were placed under an umbrella amendment to the
Public Health Service Act and given a one-year extension. This
legislation expired at the end of fiscal 1974, and the Developmental
Disabilities Services and Facilities Construction Act programs are
being continued under a Continuing Resolution until June 30,1075.

The 1970 Act has provided for the commingling of funds under
this program with those of other programs to facilitate the develop-
ment of comprehensive services for developmentally disabled persons,
there has been a combination and integration of the efforts in both
specialized and generic services of agencies representing diverse areas
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such as health, welfare, education and rehabilitation, without imposing
a set pattern of services on any one State.

The formula grant program (Part 0) has operated through two
main mechansims: designated State agencies and State Planning and
Advisory Councils. One or more State agencies have been chosen to
administer or supervise a State plan. This plan is to be submitted to
the Secretary of the Department of Health, Education, and Welfare
for approval. and is to include a description of how other State-Federal
programs provide for devdopmentally disabled persons and how any
new programs will complement and augment, not duplicated existing
programs. At least nine Federal programs are taken into account:
vocational rehabilitation; public assistance; social, services; crippled'
children's services, education for the handicapped; medical-assistance;
maternal and child health; comprehe,nsive health,. planning;. and

'mental. health- c
At the same.time, a State Planning and Advisory COuricil has been

charged with setting the pace for the direction, development and
growth of the. nrogram. Membership of the State Planning and Ad-
visory Council has included representatives of the principal' Stite
agencies, local agencies,. non7governmental organizations andgitizens
groups, and representatives of consumers of services.

Since the enactment of Public Laly. 91-51.7, the States 'Lave spent
73.1% of their Federal funds for the provision of zervices, and 8.1%
for.construction. The remainder, 8.8%, has been used for planning and
administration. Over the three year period from 197,1 to 1974; $58.9
million in Federal funds have been spent for services, $15.1 million
for planning and ,administration, and $6.8 million for construction
of facilities.

The developmental disabilities program has been in actual operation
for less than three years in most jurisdictions, but the soundness of
the basic legislation has been amply demonstrated. The Committee
believes, howev6r, that S. 462 will redirect the programs so that more
developmentally disabled persons will receive direct benefits of the
program.

SLINIMARY OF MAJOR. PROVISIONS

TITLE I

1. DEFINITION OF DEVMOPMENTAL DISABILITIES

The definition of a ((developmental disability" under the 1970 Act
(Milted the term to tilos') suffering from mental retardation, cerebral
palsy, epilepsy, and other neurological conditions. The Secretary, of
the 'Department of Health, Education, and Welfare, in regulations
developed pursuant to enactment of the 1970 law, narrowly construed
this definition so that it in effect applied only to mental retardation,
cerebral palsy, and epilepsy. In the opinion of many in the professional
community, this restricted definition omitted a large number of per-
sons who were in fact developmentally disabled and who could greatly
benefit from the planning and services mandated by the Act. Thus, the
Committee ,has, changed: the definition by adding autism and severe
:Spcci fic learning disabilities. It also includes any other condition of an
individual found to be closely related to mental retardation as it refers

Ito general'ilitellectual functioning or impairment in adaptive behavior
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or to require treatment similar to that required for mentally retarded
individuals. The Committee retained language stating that the dis-
ability had to (1) originate before the individual became 18; (2) con-
tinue indefinitely.; and (3) constitute a substantial handicap to an
individual's ability to function normally in society.

The CoMmittee included autism and severe specific learning dis-
abilities after long and careful deliberation. Since it is the Committee's
intent that funds authorized by this legislation are to be used pri-
marily for planning and coordination, it will not require, a substantial
increase in funds to plan and coordinate services for autistic persons
and persons having severe specific learning disabilities as well as to
plan and coordinate services for persons with mental retardation,
cerebral palsy, and epilepsy.

Autism.bas been the most neglected of the childhood, disabilities,
paitly because of ignorance and misunderstanding. Autistic persons,
if they are given the medical,.educational, and vocational intervention
to which they- have a .right, can become functional and productive
members of society.. They have needs which are similar to those .of
individuals with mental retardation, cerebral palsy, and epilepsy;
therefore, when services are provided under this Act, services for au-
tistic persons can be integrated into on-going or planned programs
Tor other developmentally disabled persons without significantly in-
creasing costs. Even where additional expenditures- are -reejuired, trio
Committee believes that we must provide those services which have so
long been' lacking.

When the Committee includes persons with severe specific learning
disabilities, it intends to help only those who are most seriously in
need 'of .assistance, i.e. those who meet the criteria that the disability
(1) must have originated before ago 18. (2) is expected. to continue
indefinitely, and (3) constitutes a substantial handicap to such indi-
vidual's ability to function normally in ,society. Only those whose
specific learning disabilities are toward the severe end of the con-
tniumn till meet the definition contained in this Act.

II. UNIVERSITY-AFFILIATED FACILITIES (PART A)

'A. History
Public Law 88 164, enacted in 1963, intended University-Affiliated

Facilities (UAF's) to be clinical facilities associated with an institution
of higher education; they would serve three main functions:

1. Provide clinical training of physicians-and other specialized
personnel to serve the mentally retarded;

2. Demonstrate new techniques (exemplary services) to diag-
nose, treat, educate, train and care for the mentally retarded;

3. Provide inpatient and outpatient services for the mentally
retarded.

Subsequent legislation introduced the term "interdisciplinary train-
ing" to emphasym that UAF training programs should include doctors,
social workers, pediatricians, therapists and professional personnel
from other disciplines who would work as a team, learning what each

,-, has to offer in terms of services.
13. Demonstration and Training Grants

Section 182 of S. 482 continues this program and a system of dem-
onstration and training grants to be used for covering part of the cost

t
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of 'administering and operating demonstration facilities_and interdis-
ciplinary training programs for professional personnel. Such facilities
and programs are connected with an institution of higher education
and are designed primarily to serve persons with developmental
disabilities. The Committee has authorized $25 million for FY 1975
and each of the four succeeding fiscal years for these grants.

Any facility desiring to receive a grant must establish goals similar
to and consistent with those required in the State plans mandated by
Section 114 of S. 462. Therefore, in addition to training physicians
and specialized personnel needed to provide services to developmen-
tally disabled persons, UAF's must establish as priority goals: (1)
deinstituionalization of persons with developmental disabilities when-
ever possible; normalization outside institutions.',development of com-
munity-based programs;_and follow-up services for persons who leave
institutions; (2) early screening, diagnosis and evaluation of infants
and,preschool children who suffer from devehipmental disabilities (this
includes maternal care, developmental screening, home care, infant
and preschool stimulation programs, parent counseling and training);
(3) services for adults,. including counseling, client program coordina-
tion, followlalong services, protective services, and personal advocacy
services; .and (4) normalization of institutional life. There is an em-
phasis upon the ability and commitment of the UAF program to pro-
vidg services in the community which are not available' under other
laws to persons with developmental disabilities.

The Committee feels that the prime reason for the creation of the
UAF's was to serve the developmentally disabled community through
the interdisciplinary training of professional personnel and that, the
UAF's must become more responsive to the goals of the Developmental
Disabilities program. Because they have been funded froni multiple
sources, most of their funds ($14.6 million in 1973) have mine from the
Maternal and Child Health Service; and they have not had any speci-
fied set of goals other than interdisciplinary training. There has been
a great deal of confusion as to their exact role. Instead, they have
responded to the varying dollar amounts contributed by Matenud
and Child Health, the Bureau of Education for the Handicapped,
the National Institutes of Health, Vocational Rehabilitation, organiza-
tions and universities. The inevitable result has been a lack of focus
forUAF programs, a lack of coordination with State developmental
disabilities programs, and heavily chil&briented programs.

The Committee hopes that by establishing specific goals and by man-
dating their serving developmentally disabled adults as well as chil-
dren, UAF's will be targeted toward the goals which this legislation is
establishing for the State developmental disabilities.programs.In the
final analysis, the main goal is to get all available services and resources
to the place where they are most neededThe developmentally.disabled
community itself. Major support in meeting this goal should be pro-
vided to the.State Planning Councils by all UAF's.

The 'Committee is concerned that excessive decentralization within
the Developmental Disabilities program is an obstacle to effective

.cbordination and communication among the several HEW funding
agencies-Which support the UAF program, and will continue to lead
to problems in establishing a coherent national policy for the UAF
program which is essential if the intent-of this legislation is to be
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fulfilled. The Committee's intent is that the Office of human Develop-
ment take steps to ensure that the UAF support administered by the
Developmental. Disabilities program be administered by policy es-
tablished and monitored at a national level, and that this support is
coordinated with other Federal funding agency program support of
the UAF network.
C. Renovation and Modernization

Six and a half million dollars are authorized to be appropriated for
each of the fiscal years 1975, 1976, 1977, 1978, and 1979 for grants for
renovation and modernization of UAF's or public or nonprofit facili-
ties to be used for the establishment of satellite centers (see below).
Priority shall be given to those applicants utilizing existing facilities.
Such grants may be used only for facilities which, after renovation
or modernization, comply with standards developed purs' uant to the
Architectural Barriers Act of 1968 (Pub,L. 90-480).

,

D. Satellite Centers
The University- Affiliated Facility-Satellite Center program pro-

posed in-this Aet, is a logical outgrowth of the University-Affiliated
Facilities prograin initiated under Public Law 88-164 in 1963. That
Act promoted the establishment of 'clinical training facilities designed
to prepare professional personnel to work with mentally retarded per-
sons. As previously stated, UAFs were primarily concerned with
interdisciplinary professional training, although sou k° clinical services
were piovided as a part of such training programs. During the past
X10 rears, the UAF's have turned out thousands of professional person-
nel specifically trained from an interdisciplinary point Of view to work
With developmentally disabled persons while at the same time de-
velging new skills and expertise in the diagnosis and treatment of such

Th UAF- Satellite Center program has been designed to promote
the development of community-based clinical services so as to mini-
mize Costs, while at he same time maintaining.relationships with the
rich base of expertise at the UAF's. UAF's are highly sophisticated
centers staffed by experts in their respective fields, and the Com-
mittee believes that the proficiency of UAF pe4ennel should be
utilized to develop services in other areas, buildiiig upon local re-
sources. The maintenance of a relationship between the UAF and
Satellite Center is\ of utmost importance: since the satellite is primarily
concerned with the delivery of clinical services, the'UAF becomes the
link to new knowledge and a source of continuing education and
iechnical assistance. .

This Act proposes the establishment of Uh.F Satellite Centers in
States which do not haye UAF's -within their borders. Such Satellite
Centers would work as back-up resources to other clinics within such
States while themsePves receiving back-up support from the UAF's.
An intercommunicating network of UAF's, each working with a
limited number of State Satellite Centers which in turn work with
clinics throughout the States,, could provide a communication and
support system which would make the knowledge and skills found at
any point in the country availal4e to the smallest and most isolated
clinic.
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It is proposed that existing 11-AF's (as defined in this Act) would
receive funds under this authorization to assist States in the de
velopment of such Satellite Centers. The initial phases of such
development would be a joint needs, assessment in conjunction with
the Developmental Disabilities Planning Council of such State, to
determine the best procedures for establishing a Satellite Center and
to identify an.appropriate agency or agencies to operate such a center.

The proposed, legislation is designed so that a particular UAF will
prepare a plan for the development of a satellite as prescribed in the
law. The plan will contain provisions that will specify the types 'of
trawing and services available for use by the State Planning Council
and target community. The UAF receiving funds to assist in the
development of Satellite Centers will not commit or spend funds for
such purpose without the express approval of the Developmental
Disabilities Planning Councils in the States assisted.

A clinical facility designed to serve the developmentally disabled
must involve a number of related and interacting professional disci-
plines. When fully developed, a Satellite Center should operate a fully .
comprehensive, interdisciplinary clinical program and serve approxi-
mately 250 to 300 new cases per year. Although each Satellite Center
would be designed in accordance w ith State and local needs, one would
normally expect to start vi ith a core professional staff representing the
fields of medicine, nursing, social work and psycliokigy. Depending
upon the availability of funds, the additional staff-should be added-
from the fields of occupational and physical therapy, speech pathology,
nutrition, dentistry, and pstychia.try: Generally speaking, a professional
with special education expertise is available to such clinical programs
without being on the staff. If not, such a staff member would be added
early in the development of the urograiii. Consultants should be avail-
ablt, representing the disciplines of neurology, opthalinologyi eye, ear,
nose and throat, orthopedics, and genetics. Laboratory facilities or
resources should be available for routine laboratory work,'EEG's
amino acid studies; and chromosome studies.

It is hoped that Satellite Centers would be developed upon: a base of
existing services which would enable the Federal funds to be used for
expansion, rather than initiation of clinical service program's. How-
ever, ila State does nop have an 'existing, nonprofit clinical service
pi.ograin within a service agency which is appropriate for xpansion,
then Federal funds may be

agency
used for the initiation of ne 1 ograms.

In some States, the most notable clinical service programs e al tached
to colleges or universities. It would be imprudent-to expand such pro-
grams either directly or through subcontracts since the intent of this
Act is to develop service-oriented clinical programs. It would be
expected, however, that a UAF assisting in the devehipment of a
Satellite Center would take advantage of the expertise offered by
z.. local institution of higher education and assist that institution, if
requested, in the developri&it of competencies and resources which
would 'make it more useful to the Satellite.

The University Affiliated Facility which fosters the developnient
of the Satellite Center would be responsible for (a) assisting the
staffing of su.,11 a Satellite; (b) providing in-service training through
workshops, seminars, and other meads to the staff, of such satellites;
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and (c) assuring that back-up resources needed by the Satellite are
available when needed. a z,

As perceived by the Committee, the interaction bete eon a UAF and
a Satellite Center might be as follows: the UAF would receive i?lan-
ning funds to assist in the development of a Satellite Center in a State
withonc a UAF. The staff of the UAF would meet with the State
Planning Council to determine whether or not that Council wanted to
develop such a. Center in that State and, if so, what the procedures
should be. A needs assessment study would be undertaken to determine
the specific needs of (he-State for such a Center and the best possible
location and agency. When the needs assessment was completed, the
UAF would request and receive funds to initiate development of such a
Center. Working with the selected agency and the State Planning
Council, the UM.' would assist in the selection .of initial staffing and, if
needed, initiate an inservice training program. As' hethe Center"
developed, the UAF wonld subcontract funds to the selected agency to
begin the provi,sion of clinics. services. Where local resources are inade-
quate for any given purpose, the UAF would be obligated to provide
assistance. For example, if a geneticist were not available to. consult
with parents relative, to unusual genetic conditions, the UAF staff
w5ultl either provide or arrange fon,such services.

Thorp may be situations where the UAF could not -directly meet'
the needs of -am State; in such cases, the UAF would be expected
to seek appropriate skills or services, identifying where such skills
or services might be found and arranging for them to become available
to the Satellite Center. In other cases the Satellite Center might spec.
cificallKrequest somethilig different froth that available at the original
UAF. 'For example, if the Secretary of HEW` designates that the
UAF in Columbus, Ohio, shalt contract with West Virginia for a
Satellite, the West Virginia Satellite might find a particular treat-
ment approach u§ed in the Baltimore, Mary land UAF more appro-
priate and productive than one used in Columbus, Ohio:In such cases,
it would be the responsibility of the Ohio UAF to secure the coopera-
tion of the Baltimore Center gnd twang for appropriate interactions.

No attempt has been made to define the regions or States to be
served by the UAF's. This is partly because of the uneven distribution
pattern of `UAF's around the country. There are some HEW region;,
for:txample, which have no UAF's, whit others have more than one.
The Committee leaves it to the Secretary of Health, Education, and
Welfare, after consultation with the National Council on Services and
Facilities for the Developmentally Disabled, to ,designate the States
to be served by the UAF's. However, no attempt. should be made to
distribute funds and responsibilities in a \ray which .atisfies university
personnel while working to the detriment of the States. It is not neces-
sarrfor every UAF to interact with Satellite Centers. A single UAF,
properly geared up and funded to prOvided training and technical
assistance can serve several States more efficiently. .than two poorly
supported UAF's trying to serve one State each.
E. Applications

Applications for grants under Part A must contain reasonable assur-
ances that: (1) the proposal is consistent with the appropriate State
plan and that the applicant will pros ide the services and training,
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required by the plan, t2) the facility will IA associated,with an institu-
tion.of higher learning or a medical center; (3) all plans and specifica-
tions are in.aecord with regulations prescribed by the Secretary; (4)
the title to the project is or will be vested in the State, or in one or
more of the agencies or institutions making ,the application; (5) the
non-Federal share of thefunding for the renovation and modernization
will be available upon completion of the project; (6) the facility will
comply with standards of construction- and equipment adopted'
pursuant to, the Architectural Barriers Act of 1,968 (Public Law 90

, 480) and with regulations of the Secretary concerning occupational
. health and safety standards; and (7) employees 'be paid wages com-

mensurate with provisions of the Davis-Bacon Act. as amended.
- A most important requirement for an application for a giant for

modernization, for demonstration and training, and for satellite center
establishment is the assurance that the proposal is consistent with 'the
goals of the appropriate State plan. Applications can be approved by
the Secretary only after they have been reviewed b. ncl, commentecl2on
by the appropriate State Planning Council.

The Committee emphasizes again that the primary reason for the
creation of the UATs has been to serve persons with developmental
disabilities through interdisciplinary training ,gf professional "Per-
sonnel, Thus,. the Committee feels that besides establishing the
same basic goals for the StAqes and for UAF's, the UAF and State
Planning Council should,interact. The UAF will submit its application
to. the State Planning Council for its review -and comment before
obtaining funds from the Secretary. If the Council agrees that the
proposepi,UAF application is consistent in its goals and priorities with

the State plan .and the law, the application may then beaent tethe
Secretary foi his approval. If the State Planning Council has questions
or objections, it is expected that the Council and the UAF- will discuss
the matter and resolve their differences,, at which time the plan or a
revised plan could be agreed upon. .

If, however, the State Planning Council fails to complete its review,
and comment within 30 days after submission of the application to
the Council, the UAF may submit a request for approval (PrectlY to
the Secretary. If the Secretary .finds that the delay by the Council
has been arbitrary, capricious, or unwarranted, he may approve the
application himself, without any further action by the Council. In
a, caseywhere the findings of the Secretary do not meet this criteria, lie
shall return the application to,-the State Planning Council for action.

It is. the Committecintention that the Councils and the UAF's will
work together, in a jiartnership, pooling their talent and resources
for the benefit of persons with developmental disabilities. The goals
that are set forth in the State plans are to be consistent with the
goals established_ for UAF's. The Committee anticipates that this
requirement for mutual consistencywill form the basis for cooperatipn
among those elements planning and rpviding the necessary resou es
for service, to developmentally disgb d individuals in the commup y.
The intimate goal is to get the la ropriate needed services to the
severely handicapped individual nlio is the fgcus of:this program.
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III. FORMULA GRANTS TO THE STATES (PART l)

A. Authorizations, Formula, and Allotments
Sectimi III, for the purpose of making formula grants t the States

for planning, provision of services, and construction am]. Aeration of
facilities for persons wish developmental disabilities, auto zes appro-

0 priations of $5J million for FY 1975; $85 inillion for FY 1976; $95
million for FY 1977; $100 million for FY 1978; and $110 ;million for
FY 1979. It is the Committee's belief that increased authorization and
appropriation levels are necepsary so that the States may meet the
increased responsibilities mandated by this Act.

The authorizations are to be allotted among the States on the basis
of (1) population; (2) extent ofneed for services and facilities; and (3)
financial need. The minimum allotment for a State shall bei$200,000;
the minimum allotment for a territory shall be $50,000. No State shall
receive less Than it did in FY 1974. In determining the extent of need
for services and, facilities, the Secretary shall take into account the
scope and extent of services specified in a State's plan.

y funds unobligated by a State by the end of the fiscal year shall
be available for reallotment by the Secretary. However, that part of a
State's allotment for a fiscal year which is designated by it for con-
struction, renovation or modernization may remain available for an
additional,fiscalyear even if unobligated the first year. In addition, if
more than ,One State agency is charged with the administration or
supervision of designated portions of the State plan, the State may
apportion its allotment among such agencies in a manner commen-
surate with the respective agencies' responsibilities. If there should be a
cooperative effort between two or more States, or between agencies in
two or more States, Federal funds allotted to the States may be
combined.
B. Administration of Grants

The Secretary of Health, Education, and Welfare is required by sub-
section (f) of section 112 to administer the grant program authorized
under Part B in accordance with uniform Department of Health,
Education, and Welfare policy. There is a document, Circular A102
from the OfficAf Management and Budget, which provides guidelines
for DREW grant and contract procedures; In other words, OMB
circular A102 establishes uniform procedures for the entire Depart-
ment in issuing grants and contracts, including in-kind match require-
ments and personnel utilization. The provisions of this Circular are
applied throughout all HEW programs except for the administration of
formula grants under the 1970 De-vulupreental Disabilities Act. This
exception has hindered the granting of contracts for developmental
disabilities projects. The Committee emphatically stresses its intention
that the Secretary administer all programs in accordance with the
procedures set forth in OMB Circular A102.
C. ants of National Significance -

0 the sums appropriated,pursuant to Part B, section 111, not more
than,10% will be available to the Secretary for grants of national

ti

53;5



531

significance. These grants may- be made to States, public or nonprofit
private agencies and may 'be awarded only- after consultation with the
National-Council on Services and Facilities for the Developmentally
Disabled (a new provision reflecting the Committee's view that the
expertiy on the National Council should be effectively utilized by the
Secretary). Priorities for these grants include integrated service model
projects, demonstration projects to, coordinate and utilize all avail -
able community resources, and public education projects.

The Committee feels that there is a lack of public,aw-areness of the
persisting life problems of the developmentally disabled individual.
This problem is of sufficient national-significance to warrant a project
of public understanding which wotild:alert the American people to
the plight of these individuals. Documentary evidence, of the status
of developmentally disabled people and the potential for a more
humane life should. bo the major focus of this project. The organiza-
tion and production of films, radio programs, television, conferences
and 'or written material should bo of the highest professional quality.
The project should not become a fragmented public relations campaign
which serves as propaganda for the sponsoring agency. It should inter-
lock and coordinate with projects of public understanding which may
be initiated at the State level as well as with other national pLograms
of public awareness. Evidence of scientific and technological knowledge
about these individuals should be included where appropriate.
D. National Council on Services-and Facilities for the.Developmentally

Disabled
The National Council authorized by section 113 is a reorganization

of the present National Advisory Council on Services and Facilities
for the Developmentally Disabled. Tinder present law, the Council
ad\ ices the Secretary, but is administered by the Office of Human
Development.

The Committee has found that at times recommendations of the
Council have nut reached the Secretary nor has there been a significant
consideration of the Council's recommendations in the development
of the developmental disabilities program. Thus, the Committee has
placed the Council directly in the Office of the Secretary, and provides
$100,000 for each of the five fi,:efkl y curb in the bill -for its operation.
The Secrrtary _hall make available to the Council such staff and data
as it may need.

The COuncil's membership is increazad .4.40111 twenty to twenty-five.
Sixteen of these 25 members shall be advocates in the fields of service
to persons with developmental disabilities and shall consist of leaders
in State or local government, in institutions of higher education, and
in advocacy organizations. Five of the sixteen 'shall bo representativei
of State of lOcal, public or nonprofit private agencies. responsible for
services to the developmentally disabled population, and five others
shall be consumers or parents '2r guardians of consumers. A consumer
(i.e. a person who is receiving services or has receir'ed them at some
time in the Past), shall be replaced'by a parent or guardian only if he is
so severely disabled that he is unable to represent himself. In order to
promote and faCilitate coordination and cooperation among the agen-
cies of DIIEW, ithe Committee his mandated that the Deputy Com-
missioner of khe Bureau of Education for the Handicapped, the
Commissioner Of the, Rehabilitation Services Administration, the

\!
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Administrator of the Social and Rehabilitation Service, the Director
of the National Institute of Neurological Disease and Stroke, the
Director of the National Institute of Mental Health, and three other
representatives of the Department of Health, Education, and Welfare
serve on the National Council. Each member shall serve a term of
four years. A member of the Council whose term has not expired by
July 1, 1974, shall continue to serve his term until the date his term
would have wired had the 1970 Act remained in effect. No member
shall be reap orated until he has been off tho Council for one year.

The duties of the National Council have increased. Besides advising
the Secretary with respect to the promulgation of regulations devel-
oped pursuant to enactment and study ing and evaluating the author-
ized programs, the National Council is to (1) study and evaluate
programs authorized by this title to determine their effectiveness,
(2) monitor the development and execution of title I and report
directly to the Sepretary concerning any delay , (3) review and advise
the Secretary with respect, to grants of national significance, (4) re-
view the grants and contracts entered into with respect to the evalua-
tion system established in section 118, and (5) submit annually to the
Congress an evaluation of the efficiency of the administration of title I
of S. 337S.
E. Slate Planning Councils

In addition to reorganizing amid strengthening the National Council,
the Committee has also changed and enlarged the functions of the
state Councils. The bill as reported provides for the appointment of the
State Planning Council by the Governor, as Chief Executive Officer
of the State. Designation of the Governor as the appointing official is
intended to ensure that the Council will have sufficient stature in the
state administrative structure to provide the monitoring and evalua-
tion of the programs instituted by the State plan and to ensure the
coordination of programs affecting individuals with developmental
disabilities administered by the various State agencies. The Committee
does not intend to exclude the appointment of members of the council
by the State legislature in those States where such a procedure is
established. In such cases, this procedure m ould be permissible, as
long as the intent of, the reported bill to place the Council in an ad-
ministrative position above that of State agencies providing services
for individuals with developmental disabilities 6 preserved, and the
membership of the Council adheres to the composition specified in
section 115 (d) of the reported bill. This membership shall include
representatives of the principal State agencies, local agencies and non-
governmental agencies and groups concerned with services to persons
with developmental disabilities. One -third must consist of consumers
or their parents or guardians. Each State is responsible for the assign-
ment of adequate personnel to insure that the Council may curry out
it duties.

The duties of the State Planning Councils are to (1), develop, and
prepare the required State plan, (2) approve, monitor, and evaluate"
the implementation of the State plan and submit 'to the Governor and
State legislature an annual report on this implementation; (3) estab-
lish priorities for the distribution of funds within the State; (4) review
and comment on all State plans in the State which concern persons
with developmental disabilities; and (5) submit to the Secretary,
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through the Governer, any periodic reputps which the Secretary may
reasonably request. The State Council shall also approve the design
for implementation of its State plan which is submitted by the ad-
ministering State agency and shall have access to all other State
plans relating to persons with developmental disabilities.

In evaluating and reviewing the State plans, State Planning Councils
are expected to utilize all available communication with, and input
from the community, including but not limited to public hearings and
other public meetings as well as other media forms.
F. State Plans: Priorities and Goals

The State plans, which are drawn up by each individual State
Planning Council, must contain the following priorities and goals:
(1) to reduce and eventually eliminate inappropriate institutional
placement of .persons with developmental disabilities, (2) to improve
the quality of care, habilitation and rehabilitation of persons with
developmental disabilities for whom institutional care is appropriate,
(3) to provide early screening, diagnosis, and evaluation of develop-
mentally disabled infants and-preschool children (including maternal
care developmental screening, home care, infant and preschool
stimulation programs and .parent counseling and training); (4) to
provide counseling, client program coordination, follow-along services,
protective services, and personal advocacy on behalf of develop-
mentally disabled adults, (5) to support the establishment of com-
munity programs as alternatives to institutionalization, designed ti)
provide services for the care and habilitation of persons with develop-

. mental disabilities, which programs utilize the resources and personnel
in related community programs; (6) to protect the human rights of
all persons with developmental disabilities, and (7) to provide for
interdisciplinary intervention and training programs for niultiliandi-
capped individuals.

the Committee believes that these goals reflect its high priorities
on prevention and early treatment, development and maximum
utilization of community resources and alternatives to institutional-
ization, and humane and effective care whenever institutionalization
is absolutely necessary. It is the Committee's feeling that planning
for these goals must begin immediately.

There has been a. growing realization over the past decode that the
institutional placement of individuals with developmental disabilities
is sometimes inappropriate to the full development of their maximum
level of ability as members of our society. This has been reflected in
the efforts which several States leave made to develop alternative
programs to State institutions. In the transition to community pro-
grams,. greater responsibility is placed upon local governments to
coordinate the several community programs which are called upon
to serve persons with developmental disabilities, such as medical
services, social services, educational services, legal and protective
services, and specialized services (tianspurtation, information and
referral, counseling).

The Committee realizes that special assistance and planning will be
needed in the communities for these services to be made available to
the degree needed in order to carry out the purpose of this Actto
improve the provision of services to persons with developmental dis-
abilities. The requirements of the State plan make very clear the
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importance of coordinating existing services and planning for new
community services to prevent the occurrence of developmental dis-
abilities insofar as possible, to provide early diagnosis, treatment and
evaluation when the conditions are present, and finally to servo fully
and adequately those persons who suffer from developmental
disabili ties.

The_State plan is specifically required to provide for the maximum
utilization of all available community resources including volunteers
serving under-the Domestic Volunteer Service Act of 1973 (Pub. L.
93-113). That Act provides for support of the training of citizens of
all ages in volunteer services to the community, including specifically
services for individuals with developmental diabilities, especially
those with severe handicaps. The Committee urges the States to build
upon this related Federally supported program. The involvment of
retired senior volunteers and of foster grandparents seems particularly
valuable, after appropriate training has been provided them, as indi-
vidual patient advocates assigned to an individual with one or more
developmental disabilities. In such a role the volunteer can provide
necessary support to that individual in his effort to function inde-
pendently in the community. Other voluntary groups such as service
organizations should also be encouraged to devote some emphasis to
programs which can increase the availability of services or otherwise
aid individuals with developmental disabilities.
G. State Plan: Content

The State Planning Council develops the State plan; it must contain
the following:

In the area of administration and staffing: (1) the designation of
the State agency or agencies which shall administer and supervise the
administration of the State plan (or a particular portion of the plan)
and the designation of a State agency to supervise the administration
of construction, modernization or renovation grants, (2) a description
of the methods of administration to be used in implementing the Plan
(including personnel standards, selection and advancement); (3) an
assurance of adequate personnel for, the State Planning Council, (4) a
provision that personnel assigned' to, the State Planning Council shall
be solely responsible to such Council, (5) a requirement for adequate
record and report keeping and adequate access to such materials by the
Secretary; (6) provision for adettuPte fiscal control and fund account-
ing procedures; (7) an opportunity, to the maximum extent feasible,
for ',dor review and comment by the State Planning Council on all
State plans in the State affecting developmentally 'tlisabled persons;
(8) a,provision that all relevant information concerning any programs
affecting persmis with developmental disabilities shall be made avail-
able to the Planning Council, (9) the availability of any other infor-
mation, which the Secretary may require, and (10) a provision for faii
and equitable arrangements (i.e. preservation of rights and benefits,
maximum efforts to assure employment, and training Lind retraining)
of employees who, as a result of deinstitutionalization, 'nay lose Diem
jobs or be transferred. This latter provision should not change the
priority for deins-titutionalization, the elimination of inappropriate
institutional placement, or the Committee's intent that any decisions'
on service sites or modes of care be made on the basis of the best care
and treatment appropriate to the developmentally disabled persons.
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In the area of utilization of funds and resources. (1) a description
of the quality, extent and scope of services already being provided in
the State which meet the goals specified in section 114(a) of this legis-
lation, (2) a description of thu,quality, extent and scope of services
being provided in that State under other Federally assisted programs
whiCh serve persons with developmental disabilities and th description
of how funds allotted to the State under this Act will complement
and augment these services; (3) an explanation of the policies and
procedures for the expenditure of funds allotted to the States pursuant
to this Act; (4) assurances to the Secretary that the funds received
by the State will be used to make a significant contribution toward
strengthening services forindivAiuds with developmental disabilities;
that part of
strengthening

funds may be used by public or nonprofit private
agencies, institutions and organizations, that funds will be used to
increase and supplement funds already being directed toward the goals
of the State plan, not supplant other funds; and that there will be
reasonable State financial participation_in carry ing out the cost of the
State plan, (5) it provision for special financial and technical assist-
ance for urban 'and rural poverty areas, (6) a provision for the maxi-
mum utilization of all available community resources (including,
volunteers- serving under the Domestic Volunteer Service Act of 1973
(Pub. L. 93-113) and other appropriate voluntary organizations), and
(7) a provision that services and facilities under the plan will conform
to standards-prescribed in regulations developed pursmint to titl,e TI
of this Act.

In the area of evaluation: (1) a requirement for an annual review
and evaluation of the State plan by the State Planning Council; (2)!
a description of the methods to be used in evaluating the effectiveness
and accomplishments of the State in meeting the needs of develop-
mentally disabled persons; and (3) provision, within 36 months after
the date of enactment of this legislation, for the'implementation of
an evaluation sy stem compatible with the model evaluation sy-steni
developed pursuant to Section 118. of this measure.

In the area of construction, renovation and modernization: (1) a.

specification (not to exceed 10% of the State's allotment) of the _per-
centage (and maximum amount) of the State's allOtment under Part
B which may be dev uted to construction, modernization or renovation;
(2) an inventory of existing facilities, relative need, and priority items
if Federal funds are to he allotted for construction, modernization and
renovation (which..must be done in compliance with standards pre-
scribed pursuant to the Architectural Barriers Act of 1968); (3)
provision for a hearing for every applicant for a construction, mod-
ernization or renovation project, and (4) reasonable assurance that
adequate financial support will be available to complete construction
of, maintain and operate any facility assisted by Federal funds.
H. State Plan: Relationship of State Planning Council and State

Agency responsiblefor administration of State plan,
The study conducted by the Comptroller General of the United

States on the developmental disabilities program brought to the Com-
mittee's attehtion that in- the case of most States, the planning.func-
donwhich the Congress had originally intended to be the primary
duty of the State Planning Counizilsjual been neglected and priority

r.. ,
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had beep given to the grant disbursing function which the Councils
were also performing.

In addition, the GAO study pointed out that the Congressional
intent for the program was not being met by the present system estab-
lished under the Act, and that monies did not necessarily perform the
gap- filling function. For instance, in the nation as a whole, less than
5% of developmental disabilitie:, funds were,pcnt on any comprehen-
sive planning or needs-assessment studies to determine better utiliza-
tion of resources to a:ssist developmentally disabled persons.

Faced with the GAO study, the Committee has tried to develop at,'

system by which the State Planning Councils c am. devote their time to
planning for the needs of the developmental dsubilitie, community-;
this planning should take in the entire spectrum of relevant-State and.,
Federal programs. The burden of day -to-day admini,tration of giants
should not lie with the Council, but with the State agency or. agencies
responsible for the expenditure of funds in accordance with a design:
for implementation which has been approved by the State Planning-
Council.

The Conunktee, therefore, has dcsigoed a system wl,ich provides for
cooperation and complementary functions between -the State Planning
-Council and the State agency which administers the program. The
State Plannino-t'Council is to act in a leadership and advocacy ele to
be responsible for the State plan, for the general direction and goal, of
the program, for the identification of pips and of needs, and to iln-Ivido
the uniform planning apthority that as needed for the !Maximum ofec-
tiye utilization,of the available resources.

The State agency is to administer the funds through the design for
implementation which is to be pint of the State plan. The-design for
implementation is a document prepared by the State agency and is
that part of the State plan which includes details on the priorities for
spending, for the use of funds provided under this Act, on thespecific
objectives to be achieved, on the methods of implementation, on a
method fopericalie evaluation of a program's effectiveness in meeting
State plan objectives, and also includes at list of programs and resources
to be utilized.

Neither the State Plannino. Council nor the implementing State,
agency alone can do the job. i'hile the Council his the prime respon-
sibility for ,the development and updating of the c,,,,Iprehensive State
plan, the agency has the equally critical responsibility to select from
alternative strategies those best methods of actually implementing
the plan through its program development and program evaluation
procedures. The Committee stresses that bringing needed services to
persons with developmental disabilities can uccur if this-partner-
ship succeeds.
1. Special Projects

Section 1,19(a) authorizes appropriation of $17,500,006 for FY
1975. $20,000,000 for FY 1976, $22,500,000 for FY 1977, $25,000,00(1
for FY 1978; and $27,500,000. for FY 1979 for grants for special proj-
ects and demonstrations which hold promise of expanding or otherwise;
improving services' to persons with developmental disabilities cespe-
.cially persons who are also disadvantaged or multihandicapped). Tho
projects and demonstrations shall include parent counseling and train-

541,



L>

537

20
I.

mg, early screening and intervention, infant and preschool programs,
seizure control system, legal advocacy, community-based counseling,
care and housing, and other necessary. services. The special projects
are to_be reviewed and commented on by the.State Planning Council.

This special project authority. has not pi,eviously existed, in -!the
Developmental Disabilities' Services and Facilities Construction Act.
Historically, monies for these, purposes have been pieced together
froth portions of several widely varying piecesiof legislation, each Act
designating clearly its parameters of kind. ot service,. to whom, and for
what purpose. These Acts have included authorities for mental
retardation planning and impleinentation eomprebensive _Health
Planning (Section 314(e) of the Public Health Seirvice Act) MR Com7
umnity FaCilities4nitial Staffing; section 400(1) of the old Voca-
tional Rehabilitation Act (section. 304(b)(1) of the Rehabilitation
Act of 1973).

As the Committee has noted in the report on S. 3108, the Rehabili-
tation Act Amendments of 1974 (S. Rept. 03-1139), the appropriate-
ness of funding special projects for developmentally disabled persons
under the Rehabilitation Act authority was carefully evaluated during,

this legislation in.1973, especially the qtystion of, whether
such projects should be funded if such individuals do not otherwise
meet the requirements for eligibility for vocational rehabilitation
services. As a result of this review and evaluation, the/Committee
decided to create specific authority under the Developmental Disa7
bilities legislation.

The Committee's intent is to provide as smooth-as,p,ossible transition
in tr,ansferring the authority for providing such funding, and notes
that the difficulties experienced by such projects since the enactment
of the Rehabilitation Act of 1973 is unnecessary. In effecting this
transition the Department should follow the following guidelines:
(1) current and continuation projects for the developmentally dis-
abled persons funded.under the Vocational Rehabilitation Act or the
Rehabilitation Act of 1973 should be cootiuued until the new authority
in the Developmental Disabilities legislation is authorized; (2) de-

elopmentally disabled individuals who are receiving services under
such projects should continue to be eligible for them,. and special
projects serving such individuals should continue to be funded, and
(3) funding for projects for individ"uls with developmental disabili-
ties should be continued under the R,ehabilitation authority e% en after
the enactment of Del, elopmenfal Disabilities legislation consistent
with the intent of Congress that no individual i to be refused service
under the Rehabilitation Act unless it is demonstrated beyond any
reasonable doubt that such individual is not then capable of achieving
a vocational goal.

Thus the Committee wishes to make very clear that it will not accept
the interpretation that after the enactment of special project authority
under this legislation all special projects which serve deyelopmentally
disabled persons must bgfurided under the Developmental Disabilities
legislation, or dial, developmentally disabled persons are no longer
eligible under the basic State grant.program in the Rehabilitation Act,.
Individuals with developmental disabilities shall still continue to be
eligible as all other handicapped individuals are eligible under the
Rehabilitation Act, either under special projects or the basic State

'grant prograni.
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The Committee further takes note that $12.5 million has been ap-
propriated in FY 1975 for theie special projects for the develop-
mentally disabled, and expects that this funding level will at least-be
.maintained for such projects under the now special project grantau-
thority in this legislation. The Committee bill includes language prti-
viding that special projects, or components of special projects funded
under this legislation shall not. be eligible for funding under the
special project authority in the Rehabilitation Act. This language has
been included to assure that this new authority is utilized and to make
clear the different goals and thrusts'of the two laws.

In the years prior to the Developmental Disabilities Act, there were
only these assorted specific authorities with limited funding available
to initiate services throughoult the nation. Out of this approach came
the design of central office authority for decisions and a national pri-.
ority system based not necessarily on the most pressing needs of lo-
calities but on the allowable services under the available Acts.

The challenge has been to interpret authorities as broadly as pos-
sible to allow flexibility and as much reAponsiveness to needs in the.
field as possible. The needs were so wide and deep that almost any au-
thority spoke to some great need in the field, but not necessarily the
top priority need; nor were the services designed to fit together in any
coordinated way with any one State -authority to monitor needs or
services.

The Committee believes that special projects must not be used to
provide additional funds to fill local service needs. This authority will
be utilized fully for putting in place regional and national activities
which either design new means for attacking regional problems or
national, barriers. or ,constraints to full programming for the sub-
stantially handicapped. Of major importance is the design of pro-
grams for multi-handicapped individuals. For example, there are
no models of _programs for the mentally retarded deaf person or the
cerebral palsied blind person which can be replicated in areas whete
services are available to these persons. The Committee feels strongly
that the highest.priority must be given to those 'Projects whiCh demon-
strate that this need will be met.

Finally, special prOjects must serve as role modeWfor State or local
agencies. The innovative projects must devise means for solving:prob-
lems encountered nationwide. Other projects may set up systems to
attack specific barriers to goals.
K. Evallte4ion

Ealuappn as discussed in this report has several distinguishing
chafacterOtics relating to focus, methodology and functions. The fol-
lowing operational description clarifies these characteristics:

Evaluation (1) assesses the effectiveness of an ongoing pro-
gram in achieving its objectives, (2) relies on the principles of
research design to distinguish a program's effects from those of
other forces working in a situation, and (3) aims at program
improvement through a modification,of current operations.

Provisions of S. 462 with respect to evaluation of programs for the
developmentally disabled are primarily directed, to two issues. Firit,
to the extent that the States arecchipfly responsible for determining
the needs for service, establishing program priorities and developing
strategies for successful implementation of the program, the Corn.-

543



539

22

mittee readied the conclusion that the States must also bear the
principal responsibility for evaluating sers ices rendered to the develop-
mentally disabled. Many of the State plan provisions have been
designed to strengthen die capabilities of State councils in order to
fulfill their planning and evaluation_ responsibilities, to facilitate their
effort, to do so and to give the a clear mandate ito carry out these
fun dtions. Comprehensive planninganning for future needs must begin with
an accurate assessment of existing services and resources.

Second, 'evaluation of human service programs has in too many
instances degenerated into a numbers racket wherein numbers served
has become criterion of success rather than benefits gained by those
persons served.

Section 118 unequivocally defines the Coinmittee'siniefirlis to the
scope and focus of the evaluation requirements for pr.ograms provided
for the developmentally disabled. In specif3ing Federal development
of a model m hich can be adopted by each of the States, the oin-
n has attempted to strike an appropriate balance between the
need for uniform evaluative criteria, standardized definitions and
methodology , 3 et recognize the differences among States as to their
organization fs2 human services and the need for flexibility in
implementation.

Another consideration taken into account by the Committee was
the anticipated costs involved in the design 9( Si] Ch a complex com-
prehensive s3 stem. The development of at -model s3 stem is seen as an
efficient cost effec tive approach w hick should provide for,iittiproved
.quality and desired uniformity, which could not be achieved by each
State undertaking the initial development of such systems.

The Committee recognizes that the investment costs associated with
the initial design, development and implementation of such systems
ate extraordinary and exceed the amounts available for such purposes
in the program appropriation. The Committee therefore authorizes
$1,000,000 to be appropriated in each of the first two successive fiscal '
years of enactment to meet this need. How ever, it is the express intent
of this Committee that the annual operating, expenses, the costs of
system maintenance and subsequeot modification of such evaluation
s3-stents in the various States should be funded under the formula
grant appropriations.

The design and development of a model Of evaluation and compre-
hensive data system is a desirable step forward. Prudent investment
in the research, and de:dopment of such a model could improve oval:
nation efforts across many programs in government.

An issue of con.cern to this Committee is the Federal role and respon-
sibility for overall evaluation of the Developosental Disabilities
progrant Secretary, the National Advisory Council, the State
Developmental Disabilities Planning Councils, and the Congress each
have designated responsibilities for,carrying out these provisions. One
step chick has been taken by the Committee is to provide increased
Congressional oversight in this area by requiring that the model eval-
nation system developed tinder Section 118 be transmitted to the
appropriate Congressional Committees for review. Further, the role
and responsibility of the National Council in evaluation has been sub-
stantially increased and inure clearly defined.
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Isis anticipated that many of the administrative difficulties which
have beset developmental disabilities programs will be alleviated by-

the establishment of the Office of Developmental -Disabilities in the
Office of the Secretary . This should-be of benefiLto evaluation planning
as well.as other related administrative processes. It is the Committee's
judgment, however, that in order to best meet the new evaluation
objectives of this legislation, to meet existing requirements, and to
overcome past deficiencies, responsibilities tor Federal -dilation
activities should be fully integrated in a single designated staff unit.

This unit is to be established in thelpflice of Developmental Disa-
bilities for the purpose of . (1) developing a unified conceptual frame-
work for overall evaluation of the developmental disabm ties program;
(2) planning, designing and providing for the imph...,entation and
control of evaluation projects within this framework; (3) consulting
with and coordinating related activities of all agencies and organiza-
tions necessarily concerned with-Federal level developmental disabili-
ties e na tion.

In carrying out these and other related tasks, this unit will provide
technical staff support for ,evaluation to the National Council, the
Divi-ion of Developmental Disabilities and the Office of the Handi-
capped.Tor this purpose the Secretary shall make available adequate
technical staff and clerical support. -

Finally, the Committee expects that answers to four major questions
miest be found through the evaluation program and information
syst em :

(1) Who is being served, who is providing the service, how is the
program being carried' out?

(2) Are programs and;or projects pursuing appropriate objectives
or goals?

(o) Do the programs and projects achieve or lead to beneficial -re-
sults to the cOnsumer?

(4) Which of the available program alternatives is most effective
and efficient?
Model State Evaluation, System

In considering changes to the De% elupmental legi lation
and reviewing the efforts of the States to pro% ide comprehensive plan-
ning for services to individuals with developmental disabilities, the
Committee became concerned about the lack of adequate methods to
evaluate a-151.11(2es and ser% ice systems in a way which truly reflects
the impact of such sun ices in meeting the needs of developmentally
disabled persons, and assesses the impaat of such sen ices on the devel-
opmentall progress made by an individual in the ability to perform
more complicated tasks and to.develop the skills to _file in a more
normalized en% ironment in society. The Committee -b-elieves that many
evaluation methods that presently exist-may, in fact, do an exemplary
job of evaluating -sere ices, or e% en the adequacy of services, but few
methods actually evaluate the effect of individual services upon a
developmentally disabled person, or provide a 4enchmark I'm; an
agency to judge how its services are actually impacting on the devel-
opment of an individual.

The Committee is aware of the development, however; of new
evaluation systems which show great promise of being able to ac-
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complish such goals. Such systems, based on individual data, are
being utilized in several States, (Nebraska, Florida, Ohio and others)
and may represent a great breakthrough in the e% aluation of the
effectiveness of sea ices for severely disabled individuals. Believing
that the development of such a system, or several systems, could be
very seful to States, and to the Congress, in the assessment of the
impact of human service programs, the Committee has directed the
Secretary to develop by February 1, 1977, a design for a comprehen-
sive system for the evaluation of services provided to persons with
developmentaldisabilities and a tune - phased plan for the implementa-
tion by the States. This time-phased plan will specify a minimal
evaluation system to be implemented by all States by October 1, 1977,
leading to the establishment of the comprehensh c evaluation system
within 36 months after the date of enactment of this Act. The intent
is to assist the States in the development of similar jystems by which
they may judge all sery ices del, eloped for and ,delivered to individuals
with deAlopmental disabilities. 0

The keystone of this system should be clear: the Congress has
directed the Secretary to develop specific criteria by which the devel-
opmental progress of a person with developmental disabilities may be
measured. Such criteria shall be designed to be utilized by agencies
-and facilities to ON aluate the effectiveness of services provided to an
individual. For this reason, the Cominittee wishes such a system to
be designed to utilize information and data which may be developed
by indidualized written habilitation programs (as required under
Part B of 'tie II, and other comparable individualized data) to pro-
vide guide nes for the alit:matt% e services including the costs of such
services id the benefits such services represent for an individual.

It is the Committee's intent that the end result of the development
of such a systenn shall be criteria on which to base the evaluation of the
performance of an agency in delivering services to an individual, and
that such criteria shall measure that performance of an ,agency on
the basis of the progress made by an individual in mastering compli-
cated tasks-and developing the ability to live more normally in society.

The,.Committee also recogM4es that the development of such cri-
teria is not an easy task, and that an evaluation system based on such
criteria must be flexible and open to change as experience and new
knowledge dictate. However, the establishment of such criteria is
integral to any progress this Nation may make in assuring the rights
and providing necessary services to individuals with developmental
disabilities, and an ON aluation stein based on such criteria must be
developed.

IV. FEDERAL ADMINISTRATION OF PROGRAM

A. Regulations
The Committee directs the Secretary.of the Department-of Health,

Education, and Welfare, not later than 90 days after the-enactment
of this legislation, to pronutlgate_ final regulations. -The Committee
believes that the eight months the Department took to promulgate
regulations on the Rehabilitation Act of 1973 was an unredsonable
length of time and gave the impression of reluctanee on the part of
lieDepartment to actually implement the intent of-fhe Congress: The
s.-Aommittee emphasizes its cum,ern over this matter and thus requires

, the Secretary to move more quickly in writing regUlations for this Act.

51-713 0-75 -35
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There is a provision for a waiver of the regulations if the Secretary
decides that the regulations would impede the implementation of a
project, which is consistent with the goals of this legislation. Any
waivers must be issued on a case-by-case basis and only for a .specific
period,df time, not to exceed 36 months. The Secretary must publisl
in the Federal Register the fact that an application for a waiver has
beeii submitted by a State and cannot approve or disapprove the
application less than 60 or more than 90 days after the date of publica-
tion. In addition, the waivers must be reviewed annually and the Sec-
retary shall submit his justification for any renewal to the appropriate
committees of Congress.
B. Audit

Each recipient of a grant or contract must keep such records as
the Secretary prescribes so that the Secretary and Comptroller Gen-
eral of the United States shall have access to any books, documents,
papers and records which are pertinent to the grant or contract.

'C. Advance Fundlng
Section 4 authorizes that appropriations under this Act, shalt be

included in the appropriations act for the fiscal yearpreceding the
fiscal year for which they are available for obligation. It is the Coni
mittee's policy to provide such funding so that States may plan in
advance of the fiscal year.
D.' Payments and Federal Share ,

The Secretary shall make payments to the States from time to time
in advance on the basis of estimates of tcie sums the State will expend
under the State plan; these payments elan cover the Federal share of
expenditures. The Federal share with respect to assistance under Parts
A and B may not exceed 70%, with the following exceptions:, (1) the
Federal share for projects of national significance and services to a
poverty area under Part B may not exceed 90% of the necessary
cost; (2) the Federal government will pay part or all of the cost of
special projects.
E. Withholding Payments

The Sktcretary, after reasonable notice and opportunity for a hear-
ing to a State Planning. Council and State agency, may withold pay-
ments whenever he finds that the Council or State agency is not in
,compliance with the provisions of the State plan or the regulations
.er the Secretary.
F. Employment

The Committee bill incbides a provision (section 5) which requires
the Secretary of HEW to insure that recipients of assistance under
this Act take affirmative action to hire and advance in employment
handicapped individuals:

The 1973 Rehabilitation Act indludes several provisions which
directly and indirectly promote the employment of persons with
'handicaps.

Section 501 of the Act requires each Federal department, agency,
and instrumentality to take such affirmative action, including the sub-
missiOn of affirmative action plans for approval by the Civil Service
Commission, which is to monitor and review, with:the Federal Inter-
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agency Committee n Handicapped Employees, the implementation
of such plans.

Section 503 of the Act requires Federal contractors and subcon-
tractors to take affirmative action to hire, place, and advance handi-
capped employees.

Section 504 of Ile Act prohibits discrimination against qualified
handicapped intik iduals in participation in, or acquiring of benefits
udder, any program or activity receiving Federal financial assistance.

Section 5 of the Committee bill, then, is designed to conform pro-
grams and activities undertaken in conjunction with this develop-
mental disabilities legislation to those understhe Rehabilitation Act,
to the extent that they %tate to taking affirtuatit e action to hire, place,
and advance in emplbyment, handicapped individuals.

It is the responsibility* of the Secretary to monitor the affirmative
action programs of recipients of assistance under this legislation. In
this conriection, the Committee expects the Secretary to. require such
recipients to file with him their affirmative action plans. Further, lie
must monitor the activities of such recipients in order to assure the
full jmplementation of this provision in accordance with the intent
of the Committee. Finally-, the Secretary will report annually to the
respective committees of _Congress on the progress being made under-

these plans and their implementation.

V. REPEAL OF EXISTING LAW

Parts B and C of the Developmental Disabilities Sea ices.and Faci-
lities Construction Act are repealed 90 days after enactment of this
Act.

TITLE II

VI. FORCES BEHIND INSTITUTIONALIZATION AXD
DEINSTITUTIONALIZATION

A. History of Attitudes Towards Retardation
Attitudes towards retarded individualsboth by the public rind by

professionalshave gone through many changes during the history
of mankind. Retardation is a condition that has been known since the
days of antiquity and has always evoked strong responsesof one kind
or anotherfrom the general public. Historically many cultures dealt
with this social problem in a clearcut and vigorous manner. For exam-
ple, the Spartans cast obviously defective children into the liver to
perish. for many, many centyries the Jeoble-Minded w ere treated
harshly,, were shunned. ostracized Ault neglected.

It is not until the middle of the 19th century that serious and
scholarly approaches were applied to the problem of mental deficiency.
For example, in 1846 Edouard Sequin published "The Moral Treat-
ment, Hygiene and Education of Idiots and Other Backward Chil-
dren." This work has been recognized as u classic in the field.of mental
retardation. In the same year the first. Suite legislation in the U.S. for
the establishment of an institution for the retarded NN at, introduced
in the New York State legislature. The legislation Was not enacted but
the first such institution was established in 184S .,in -lassachusetts.
Subsequently, Sequin came to the United States and play ed a major
role in mitiatmg public care for the mentally retarded in the U.S
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1$50-1875, The hope for Caring Retardation. The first institutions
in the U.S. for the retarded had as their goal the complete rehabilita-
tion of retarded persons, with the objective of successful integration
into.community life. These institutions were primacily designed to be
institutional. however. before long it was realized that with techniques
available at those times, few of the mentally retarded could be success-
fully returned Co the community.

1875-1900, The Need for Custodial Care. By the third qttarter of the
19th century, there had been a gradual shift from the goal of cure to
that of maximum improvement. The saline tools from a training-stand-
point were put to use but the objective now was to equip the mentally
retarded so they could maintain the institution and defray the cost of
it upkeep.

1900-1910. The Period of Eugenic Alarm. While the 19th century
had opened with a recognition of the existence of the problem of the

'mentally retarded, the 20th century opened with a condemn...tion.
increasing!), monad) retarded were viewed as antisocial, as burdens
upon the society, and as persons who married young and had 'limy
children they- could not support. Thus it was that efforts-to prevent
retarded persons from reproducing became one of the chief objet tives
of the modern eugenic movement about the turn of the century.

1910-1925, The Period of Social Advance. Together with the concern
about eugenics there was a very broad increase in the exploration of
mental deficienc. Many official and non-official ,..roups were set up to
study what could be done. Often, however, emphasis continued to be
placed on eugenic approaches of one sort, or another. Particularly
stressed were life segregation (or at least -Segregation during the
reproductive period) and sterilization.

1925present time: Period of Movement Towards Community Care.
It is now almost 50years since experts in the field a mental retardation
first began to talk about alternatives to large institutions. Unfor-
tunately, progress in developing these community alternatives con-
tinues to be slow andas this Committee repeatedly heard in dramatic
testimony from witnessesthe care provided, in institutions almost
always still he fives much to.be desired. There rern\ains disagreement on
what the proper nature of community care or community supervision
should be, and even where there is agreement, speed has been lacking
in developing such programs at the local level.
R. Models of Mental Retardation

Developmentally disabled persons for too long have been cast into
a number of destructive models IA hich have been used as justification
for their rejection and exclusion from the mainstream of society. .;onie
of these models are still prevalent today. They inchide'the view that
developmental!) disabled persons are sub-human organisms; that they
are lacking in many of the needs, aspirations and sensitivities of other
human beings. From this it follows that the human and legal rights
of the developmental!) disabled can bexurtailed and ignored. In many
ways the are allowed minimal freedom and managed more or less as
animals. In addition, developmentally disabled persons are often
viewed as a threat to society. Thus, it is concluded they must be iso-
lated from the larger society. In this sense society is seen as needing
protection from them, and it is to Novi& this protection that prison-
like institutions have been considered necessary.
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,A further rejecting model, which often is only a thinly veiled form

of dehumanization, is that the developmentally disabled fife seen as
the object Of pity. They are viewed as "suffering' and therefore requir-
ing loving nurture and protection. Here the emphasis is placed on
keeping, deVelopmentally. disabled persons contented but the result
is treatment without. human respect or _dignity . Related to this model
is the view of developmentally disabled persons as "eternal children."

Finally, there is the view that developmentally disabled individ-
uals are "diseased." They are viewed as sick and in need'of constant
care. This leads to indefinite custodial care. This last model is grad-
ually being replaced by a developmental view of mental retardation.
Such a view stresses that all developmentally disabled individuals
have potential for learning and growth.

From this developmental Model, it follow:, that custodial, care
which is predicated on the assuinption that certain individuals are
essentially fim capable of development -must be rejected. The newer
developmental model emphasizes concrete program goals for individ-
uals and therefore encourages evaluation based on specific outcomes.

A final, but critically important dimension of tins new model is
that developmentally disabled person:, should live like nondevelop-
mentally disabled persons to the greates ', degree possible. Every effort
should be made to assist developmentaR disabled persons to maximize
their ability for self-care and to live n, rmal lives. From this, it also
follows that each developmentally disabled person should be allowed
to live in the least restrictive environment conducive to his or her
maximum revelopment. i
C. Conditiln,s irk Institvtion,s

I i

Despite the wide acceptance of newer model-, of conceptualization
regarding , mental retardation, testimony before this Committee
exposed., overwhelmingly that totally unacceptable conditions still

.prevail in pony public and other facilities for the developinentall;y
disabled. Many of the institutions an best be descriti as "hopeless
places" dedicated to custodial carelof lifelong re:.itients. All too ofte
these institutions are far removed from_ urbP,a IlreaS and represet t
au effort of society to forget its obligation to the residents. Frequently

1they havedittle or no outreach itia are uty,onuected with the existing
community facilities. They general y laci. any eummitment to change
and have, not accepted the developmental model described above.
Frequently large proportions of st g will feel that the residents really
"cannot be helped." /

In addition, all too often State legislatures base not adequately
funded these institutions, often re y ing very heaNily on unconipen-
sated (and perhaps unconstitutiona ) resident labor performed hy the
(1 e,,, elopm eital ly disabled themsel es. Frequently, too, the Profes-
sional and ,nonprofessional staff of tl CSC facilities do their routine and
often dreary work without approve from _peers or any part of the
public. ;

All these circumstances tend to g nerate environments in, which
residents um be neglected and even a used, and which unfortimately
often lead to _deterioration of the resid its' physical and menial con-
dition. The enactment of minimum st mdards itself will net solve
these problems but it can be a significa t catalyst in bringing about
urgently needed changes.

i
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n testimony before this Committee the United Cerebral Palsy
Ass ciation, Inc., in its presentation, stated as follows:

(We) deploy() the disgraceful conditions still in existence
in the back wards of some of our large institutions. We are
particularly concerned because many of the residents of these
back wards are victims of cerebral palsy. Most of them have
never known a day of therapy or edttcation in their institu-
tional lives. Many of them came from homes where they
were functioning, before they were institutionalized, at much
higher levels and where they were more independent in the
activities of daily livingfeeding, dressing, and toileting.
Some of them at one time, as a result of many hours of
therapy, much effort and expenditure of many thousands of
dollars, were once ambulatory or mobile with the use of braces,
crutches or wheelchairs. All of them with proper treatment,
management and equipment could be out, of bed, on wheels,
out in the ward participating in programs in this institution
or out in the community. With the skills and technology we
now have, there is no longer any excuse for bedfast care
for the cerebral palsied.

It is particularly distressing for us to visit the adult wards
of institutions for the retarded and recognize an individual
whom we have known as a happy, bright, promising child in
one United Cerebral Palsy centerseverely handicapped
but responsive to therapy and with potential for some measure
of independent living and work under sheltered conditions.
There he lieshis contractures have been allowed to take over
and his body is pulled into a wierd non-functiOnal position.
His muscles have atrophied through disuse, his decubiti are
ulcerating; his sad eyes stare at the ceiling with nothing to
look -forward to but an endless succession of purposeless
tomorrows! What a waste of human potential, of time, of
money! What an indictment of a society that would allow
this, to happen to a fellow humanheing!

Equally graphicas a case illustration--of the continued neglect
of the needs of retarded children is the statement before this Com,
mittee of Geraldo-Rivera:

The purpose of my testimony, I think, is just to talk about
some of the conditions that exist. I can only describe them in
layman's terms. I don't know about developmental disabili-
ties and I don't know about the differences in the distinction
between the moderately and mildly and profoundly retarded,
but I do know when you walk into a room that is about
half the tiize of this one that has 2'00 children in it and those
children are smeared with their own faces and they are naked
and dressed in rags and knocking their heads against the wall
and there are only three or four attendants to take care of
these kids, I don't have to be a specialist to know there is
something wrong there.

The author of the original Bill of Rights for the Mentally Retarded
(from which title Il originated). Senator Jacob K. Javits, the ranking
minority member of tie Labor and Public Welfare Committee,
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personally toured Willowbrook. At his request, a special Federal team
from the Department of Health, Education, and Welfare also visited

. Willowbrook. Its report concluded:
Furthermore, on many of the wards that the teams visited,

the care was substandard and inadequate to take care of the
basic health and hygiene needs of the residents. Eye examina-
tions seem to be particularly nonexistent. Dental care was
primitive and medical services available only when crises
occurred.

Perhaps most disheartening, of all was that there ware no
, individualized treatment plans fur most of the residents.

Residents who had rehabilitation potential were left in wards
Without sufficient or well-trained staff to care for them.

Furtheremore, since there were so few social workers on
staff, there could be no real.effort to work with families or
residents to plan foster care and other possible alternatives
to institutionalization.

The Federal team recommended that there was an urgent need to
del clop more community-based facilities as opposed to institutions.
It al-o stated that immediate action is required to screen residents of
all institutions and to develop and implement adequate standards of
care for the treatment and training of retarded residents.

In 1967 an evaluation team of the American Association on Mental
Deficiency conducted an inspection of the Partlow State School and
Hospital. The report of this team included the following inforMation
regarding a visit to a ward for severely retarded ambulatory young
inn I e;.z

Ground food was brought to the dayroom in a very large
idumininn bow I along with nine metal plates and nine metal
spoons. Nine working residents were sent in to feed these 54
young boys from this one bowl of food and nine plates and
nine spoons. The feeding was accomplished in a total state of
confusion. Since there were no accommodations to oven sit
down to eat, it w as impossible to tell which residents had been
fed and whichhad not been fed with this system.

Four years later the conditions at this hospital were substantially
unchanged and led to the decision by Judge Frank Johnson in the case
of Wyatt v. Stickney which first expressed the constitutional basis for
minimum standards in institutions for the retarded and mentally ill.

Testimony before this Committee, testimony before Judge Johnson
and reports from various surveys all indicate, that most large institu-
tions for the developmentally disabled in the U.S. lack individualized
treatment plans and programs. That is, care is primarily custodial;
and little attention is paid to the resident's potential for increased self
care, ability to utilize education or training. All too often also drugs
are used to control patients' behavior rather than for any particular
therapeutic purposes.

In Wyatt v. Stickney the court initially found that the "hunatcs" of
this mental institution were receiving inadequate treatment. Follow-
ing this, the court gave the State six months 'to remedy the acknowl-
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edged deficiencies and to do clip a plan for adequate treatment which
mould include the following. individualized treatment plans foi all
patients; a humane physical and psychological environment; and
trabed and qualified professional and paraprofcssional stagin num-
bers adequate to provide treatment. The court indicated these were the
minimum conditions for any treatment program.

The minimum constitutional standards for adequate treatment
promulgated by Judge Johnson in March of 1972 included the
following areas:

1. Right to privacy,
2. Right to the least restrictive condition nr_essary to achieve the

purpose of confinement,
3. Rights to visitation and telephone communication as for other

patients except as specifically -formulated as part of a patient's
particular treatment plan,

4. Unrestricted right to send seded-mail,
5. Right to be free from excessive medication,
0. Right to be free from physical restraint and isolation;
7. Right not to be subjected to experimental research without

expressed and informed consent, of the patient,
S. Right not to be subjected to treatment procedures such as

lobotomy, electric convulsive treatment, etc. without expressed and
informed consent,

9. Right to receive prompt and adequate medical treatment for
any physical ailment,

10. night to wear own clothes and keep own personal possessions,
11. Right to receive from the hospital clothing if patients don't

have any of their own,
12. Right, to regular physical exercise several times a week,
13. Right to religious worship,
14. Opportunities for interactiun with members of the opposite sex,
15. Right to a humane psychological and physical environment

(square footage of living space, toilets and lavatories, showers, day-
room, dining facilities, adequate heat, and adequate refuse facilities).

In addition, the Yudge's standards set conditions under which
patients could be required to perform labor which involves the
operation and maintenance of the hospital. Finally, there were
detailed requirements in relation to staff -patient ratios and the
nepessity for each patient ,w ha% e an individualized treatment plan

hich shalt-be developed by a mental health professional. In addition,
the Judge specified the appointment of a human rights committee
for the two institutions involved.

While the case of Wyatt v. Stickney most clearly enunciated the
constitutional rights involved and most specifically spelled out
standards for the care of the mentally retarded, other significant
cases include the following. New York State Association for Retarded
Children v. Rockefeller, Solider v. Brennan, Dale v. Stale of New York,
and Donaldson, v. O'Connor.

It. is interesting to note that the decision of Judge Johnson's court
ith regard to the right of the mentally retarded to rehabilitation, i-,

supported not only by applicable legal authority, but also by a
resolution adopted on becember 27, 1071, by the General Assembly
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of the United Nations. That resolution, entitled "Declaration on the
Rights of tha Mentally Retarded" readsln part:

The mentally retarded person has a right to proper medical,
care and physical therapy and to such education, training,
rehabilitation and guidance us will enable him to develop his
ability and maximum potential.

Dr. Philip Roos, Executive Director for the National Association
for Retarded Children, in his testimony before Judge Johnson stun-
marized his visit to the Pardo* State School as follows:

The conditions at Part low today are generally dehumaniz-
ing, fostering deviancy, generating self-fulfilling prophecy
of parasitism and helplessness. The conditions I would say
are hazardous to psychological integrity, to health and in
some cases even to life. The administration, the physical
plants, the programs, and the institution's articulation with
the communitS and with consumers reflect destructive models
of mental retardation. They hark back to decades ago when
the tetarded were misperceived_as being sick, as being threats
to society, or being subhuman organisms. Tile new concepts in
the field of mental retardation are unfortunately not reflected
in Partlow as we see it todayconcepts such as normaliza-
tion, developmental model and orientation toward mental
retardation, thrust of consumer involvement, the trend to-
ward community orientation, decentralization of services:
none of these are clearly in-evidence in the facilities today.

New concepts, new methods, new treatment and educational ap-
proaches have been developed. They are being implemented in a
number of communities and a small number of institutions for the
developmentally disabled throughout the U.S. Unfortunately, how-
eve:, the vast majority of institutional programs are still far from
ideal, and vary greatly in quality-and availability.

The inhumane and nonhabilitation aspects of these large institu-
tions hale unfortuuately been graphically demonstrated over and over
again. In it number of the crucial court cases, for example, the defend-
ants were only too willing to stipulate that the conditions described by
the plaintiffs were accurate. New and imaginative ways of funding
are required, more stress must be place on community- programs and
community supervision, but at the same time the thousands of devel-
opmentally disabled residents of large institutions immediately need
to have their care upgraded and improved. This is the clear thrust of
all the expert teMiniony heard by the Committee.

The Committee is firmly convinced that Congress must take action
to ensure the humane care, treatment, habilitation, and protection of
crientail3 retarded and other persons with developmental disabilitie,;.
The Federal Government has the responsibility to provide equal
protection under the law to all citizens.

jt must be recognized that the vast majority of developmentally
disabled persons and the vast majority of persons now institutional-
ized should not be in thpse institutions at all. Efforts to assure proper
treatment, education, snd habilitation services in large institutions
should not deflect attention from the fact that most of these insti-
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tutions- themselves are anacronisms and that rapid steps sbould,,be,
taken, to phase them out. Many of these institutions by .theirs very
nature their size, their isolation, their impersonality, are unsuitable
for treatment, education, and habilitation programs.
.; The emphasis on. improving care in these, institutions _must be.
paralleled by other efforts to move toward "deinstitutionalization"
towards "normalization:"

-Experts in the field of developmental disabilities as well. as in civil
lights faw now agree that every effort should be made to insure that
our developmentally disabled citizens are .proyided every oppor-,
tunity of being cared for in the least restrictive setting that is con-,
sistent"with the person's- ability for self-care. Clearly many, if not a;
inajority,,,of current residents of institutions for the mentally retarded,
and other developmentally disabled persons could be cared for in less
restrictiye institutions or facilities than are.presently, being employed:

Therefore,. the intent of this leaislation is not only to .improve care
in residential facilities, but also to minimize inappropriaternissions.
and to.stimulate the States to develop alternative programs of care for
mentally retarded and other developmentally disabled persons. It is
clear .that the provision of adequate and humane. care in large State
institutions, alone, is not2an AdeqUate answer.to' the 'problem. Other
initiftVes must-include cutting off, the flow of residents into such
stitutions by development of community alternatives.

Finally, the role of the institutions themselves should change. They
should 'become part of 'habilitative-rehabilitative systems.
Institutions for tlib developmentally disabled should' 'be only one
alternative type, of residential service can function as a treat-
Mont-educational facility: AboYe all institutions for the retarded
must cease to be repositories for PersonsIor whoin nobody dares.

The Committee feel§ that the-standards set forth in title It are
minimum standards to 'insure bagic human dignity where institu-:
tional care for developmentally disabled persons is found. Xt is not,
however, the Conimittee's intent that enactment of this title shoUld bts
cot.striied in any way to Constitute support of institutionalization of

. .
the mentally retarded. r

It is tO this end that Part B of title II proVides alternative pro-
cedures and criteria and that Part D of title II provides standaids
for community facilities and agencies serving persons With'develop-
mental disabilities.

This title provides full flexibility to the Secretary, and the National
Advisory Council to review and determine the criteria by which
compliance with standards shall be ineastired. The Committee notes
that the same groups and associations that developed the minimum
standards of Parts C and D are permitted and encouraged to be
represented by the National Advisory CouncilThe flexibility of the
alternative standards of Part B insure that compliance within 5 years
with the standards will not he, an undue hardship administratively.

Failure,of, congress to respond to the needs of persons witlideYelop-
mental disabilities would,make a mockery of our Nation's progress in
such areas as equal protection and individual liberty. Therefore

,
the

Committee is convinced-tbat the standards provided in this legisla tiOn
constitute a valid' and sealistic framework for improving the overall
situation of this country's 'developmentally disabled citizens. It is the
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responsibility and duty of the Congress to enact this title so that this
Nation can have a realistic, attainable goal towards which to strive
in the field of mental retardation and developmental disabilities.

VII. TIME /I: BILL OF RIGHTS FOB THE 'MENTALLY RETARDED AND
OTHER INDIVIDUALS Wrrn nnYEL'OrMINTAL

Title Ii is designed to assist in the protection of the human rights
guaranteed under the Constitution of those mentally retarded and
other developmentally disabled individuals who require institutional
care or need community facilities and programs. It also establishes
alternative procedures for compliance with standards for residential
and community facilitieS.

The goal which the standards in Parts C and D of the title seek
to achieve is one of habilitation of the derielopmentally disabled
individual who is in need of services. The alternative standards seek

, to measure a residential or community program's performance against
the progress made by the developmentally disabled persons served,

The alternative procedures set forth in Fart B do not attempt to
set the criteria by which to evaluate progress or development, but
only to establish minimum procedural criteria for the protection of
the developmentally disabled individtial who is receiving the services.
A. National Advisory Council

The National Advisory Council on Standards for Residential and
Community Facilitie. for the Mentally Retarded and OtherIndivid-
uals With Developmental Disabilities has .been-establis-li-e-d to advise
the Secretary on the standards, prececliiial and performance criteria
set forth in_title II, Because of the technical nature of title II, the

_,__Committee felt it necessary to have a council which consists of experts
in the field of institutional and community care, as well as consumers.
Technical expertise should include architects and engineers; other
advisors should include psychiatrists, psychologists, and educators.

The Council is meant to play an active role in any revision of stand-
ards that might strengthen or upgrade such standards and act as an
advisor for the Secretary and his staff with regard to the Administra-
tion's evaluation aud.enforcement or the standards and procedures set
forth in this title. 4

B. State Plan
Title II provides two alternatives to the States: (I) the adoption of

minimum standards, i.e. Parts C and D, or (2) compliance with the
alternative standards contained in Part B. If neither alternative is
met, all Federal funding will be lost within 5 years.

Under the State plan:
(I) A State must provide assurances to the Secretary within one

year from enactment that each facility and. agency within that State
has adopted a plan,for compliance with the requirements (i.e.,. meet
the requirements of the minimum standards of Parts C end D, or the
requirements of Part B), and the State must submit to the Secretary
plan which demonstrates how compliance will be implemented.

(2) The State must agree to do compliance reviews, and the Secre-
tary is required to conduct validation surveys. The State plan for
compliance must address the need for deinstitutionalization and for pro-
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viding the adequate community services in this ttirust toward dcinsti-
tutionalization. The State. plan also must be 'round in conformance
with the regular State development disabilithrs plan submitted by the

. State Planning Council to the Secretary under title I.
(3) Those facilities which ept to meet the minimum standards

under Parts C and D must meet these standards within a. 5 -year time
period.

(4) Facilities which opt to meet the alternative standards under
Part 13 must:

Meet such performance criteria as dev,eloped by the Secre-
tarip;

provide individualized written titans for each develop-
mentally disabled person served by a facility or community-
based agency;,

Assign a program coordinator who is responsible for
seeing that the services ordered in the individualized written
plan are provided for each individual;

Ensure that a system.of-protective-and-perscmal-ndvocary--
is as blishedwithin the State to monitor, programs and
protect the rights of each individual; and -

Meet certainininimum,standards relating to family visita-
tion, admisAim requirements to . fac11itws, provision of
adequate services for habilitation, and educational services.

C. Noncompliance
Section 206.provides.that five years after the date of enactment of

.thisititle, no residential or community facility or agency for indi-
viduals with developmental disabilities shall be eligible to receive
payments either directly or indirectly under any Federal law unless
the facility meets the standards presented in Parts C and D i>1 this
title or has demonstrated 'to, the Secretary for a reasonable period of
time that it has implemented requirements of Part B of this title.
D. Alternative Criteria for,compliance

Part,B establishes the procedural criteria for compliance with the
intent of title II in lieu of actual compliance with standards set forth
in Parts C and D.

The rationale for Part B 'exists in the desire of the Congfess to
insure that a handicapped indivudisl placed in an institution or com-
munity program will receive necessary services so that such placement
is beneficial to that individual.

procedural protections and provisions of Part 13 place emphasis
on the goal of amuring that a developmentally disabled individual
benefits from the services offered by that system so that be or she may
.participate within normal society and be able to live with human clig-
nity in an institution.
E. Performance Criteria. .

In developing, the alternative procedural protections and provisiens
in Part B, the Committee recognizes that any standards promulgated
to protect the rights and assure, qualit3 services to individuals with
developmental disabilities are only as good as the results theyproduce
and the beneficial impact they have on the lives of indivichals with
developmental disabilities. The Committee has therefore chosen to
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require «Ttitin procedural protections which wits ensure that 'the
methods by which individual services or treatment plans are provided
to such.individ Inds protect that person's rights and provide him iVit
due process. Title II also-requires adherence to certain minimal stands-.
arils protecting the lives and the well-being of such individuals. The
Committee reiterates the fact that. all person with developmental dis-
abilities have the right to services and treatment which will promote
their de% elopment and enable them to live normally in the community,

. whether or not .that entails a protected environment.
In reemphasizing, this right, the Committee is aware Of the tragic

lack of developmental services which enable most individuals with
-
developmental disabilities to, in fact, five more normal lives. It is for
this reason that the Committee lias also included, as, part of the re-

, quirentunts of Part B,. compliance with certain performance trite is to
be developed by the Secretary :which will provide a way of meaSining
the impact of any services provided to a person with developmental
disabilities, and of evaluating the, effectiveness of such services to
assist Te c Individuals in de-yelopiiirr-their fullest potential. As part
of this requirement, the Committee has directed the. Secretary; urder
both Title T (section 121) and-Title U, to develop 'within 18

provide
ths

from the date of enactment an evaluation system which shall piOvide
a model or models to States by which, they May evaluate all services
developed for and delivered to developmentally disabled individuals.

In providing this system, the Congress has mandated the develop-
ment of specific criteria by which the developmental progress of a
person w ith developmental disabilities may be measured. These,cri-
teria shall provide the Basis for evaluation of the performance Oran
agency in delivering services to an individual. Such criteria sliall
measure the performance on the basis of the progress made by a i
dividual in mastering over more complicated tasks and developing
the ability to live more normally in society. For use under title II,
the Secretary shall develop detailed performance criteria and mini-
mum compliance levels which shall be applicable to residential and
community facilities and agencies, and Shall be /Considered required
standards under Part, B.
F. Indipiclaal Written Habilitation Plan

As part of thesetprovisions, Part B requires that an individualized
Avraten habilitation plan be developed for each individual who is in a
residenlitil facility or community facility or agency. This plan is similar
to provision-, al.o contained in the Rehabilitation Act of 1973 (Public
LOW 94-112/ anti assures the individual attention needed by devel-
opmentally disabled persons. Under this requirement, the Secretary
shall ii,ore that an individualized written habilitation program is
developed for every. individual who is in or served by a residential
facility community facility, or agency for which standards have been
established under this Act.

Every plan shall be developed jointly by representatives of the
facility in agency responsible for the developmentally disabled indi-
vidual or his representative. Such plans shall be Teviewed periodically
but at least annually.

Such plans -.hall include the statement of long-term habilitation
:goals fur the individual, intermediate habilitation objectives, state-

55.8.



554

37

merit of specific services to be provided, dates for initiation and antici-
pated duration, objective criteria and evaluation procedu.S. The plan
is intended to provide the greatest latitude of choice for the individual
and shall be written in language that is as understandable to all con.,
corned as possible. ,-.

The individualized plan is a document by which the agency and the
individual set goals for the future of that individual. The plan set
forth in Section 221 is a much more detailed plan than provided in.
the Rehabilitation Act of 1973 beCause time has alloWed more study
of the uses of such a plan, and more information. to be .gathered on
reant criteria for such a plan. The plan serves as.a toolnot-OnlY for
the ,development of, the' individual, but also as a means of evaluating
the quality and-performance of the program and is a necessary com-
ponent if appropriate agencies are going to evaluate the system to see
if it is providing a desirable outc me for the individual within thitt
system,

"0'. Program Coordination
Program coordination' is 'required by: Part B in order to assure a

focal point-for responsibility for the implementation of the handi-
capped individual's written habilitation plan and to provide direction
of the rehabilitation of the developmentally disabled individual. The
coordinator is the person who is responsible for the implementaiion
of the individual written program and for procuring necessary serv-
ices from other agencies that are ne.ededin this rehabilitation.cIt shall
be the function of-the coordinator to ,attend to the total spectrum of
the person's needs and be the focal point of responsibility for the
provision of services to that person.

One of ,the main criticisms of the delivery system for handicapped
indiViduals pointed out in the study released by the Rand Corporal.
tion in,May of 1973 was that there-is a complete lack of coordination
in the delivery of services to handicapped individuals. There are
myriad of gOvernment services available to most handicapped persons
from income maintenance to the procuring of devices to ameliorate
the disability. Hoivever, unless these services are known to the handi-
cappedindividual, they cannot be Utilized.

The program coordinator is an integral part of any service delivery
system that is designed to help the handicapped individual progress:
The, focal:.point of responsibility ,for the individual has to be pin:.
Pointed forthe delivery.system to,,beespOnSible.
H. Protective.and Personal AdvOcacy . ,

The Cortimittes further recognizes that,there is it inhetentconfliet
in the role -State inust PlaYtin deliviningservites and administering
programs for persons with developmental 'disabilities-and in protects
ing the, human and legal rights of well peSonsi TheicominIttetalSO,
belles that it is most important to- distinguish between 'these:two
roles in light of ths'nature And the Problems confronting such peisone
whs'are not able to adequately protect their own rights. IViiffor 'this
reason' thaP the Committee requires-the establishment of m. protective
and personal advocaeyqunctioryy the State. The protettiveand
personal 'advocacy agency or agencies.requiredrpy `this provision-shill
be independent of any State 'agency- administering. or deliveiing scrivy-
iceskedevelVirlentally'disp:bled persons;(' ;.- '.

r : ls it': iits is ,:i: ' i(it5
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This newly established agency shall have the authority to review
all complaints regarding infringement of human rightS, denial of
benefits, and any other complaint; on the part t-or an individual. Deci-
sions of this independent agency shall be subject to,appropriate judi-
eial review. Such, a protective and personal advocacy is needed to
provide a mechanism.by which a, developmentally disabled individual
within the delivery system has the means to reach ouOide of the
established delivery system for examination Of situations in which his
rights as an indiiidual citizen may be being violated.
I. Minimum Standards

The Committee feels that in order toprotectsthe individual's health,
safety and human dignity and the civil or human rights of the person,
certain minimum standards have been established for the Use of' the,
alternative procedures. These minimum standards set forth certain
physical reqiiirenients for the facilities opting:to use Part B procedures

-and provides certain minimum protections of the human-rights of the
individual. The Committee feels that these are the absolute minimum
-standards-underwhieh-the-Federal Government-can-provide funding
and not violate the Constitutional rights of the individualsAn those

+ programs.
. . .

J. Standards for Residential Facilities, and community Facilities and
Agencies Serving the Mentally Retarded

The Committee is aware that the present institutional systemin this
nation is woefully inadequate to meet the needs of the mentally re-
tarded and developmentally disabled population. In response to thh
situations whicl 'exist in Willowbrook, Partlow, and Rosewood and
many other facilities in this country, which when examined closely
provide shocking headlines, the Committee is adopting minimum
standards for such institutions.

These minimum standards for residential facilities and community
facilities and agencies have been developed by the major accrediting
councils and associations in the field of care for developmentally dis-
abled, individuals. These are minimum standards guided by the prin-
cipal \of normalization of persons with developmental disabilities,
which that persons receiving services from_ residential facilities
are protected from violation of their human and civil rights. They are
the fruition of a partnership of governmental agencies, of professional
organiiations of practitioners in the field, and of consumer representa-
tives, siorking together in the interest of improving service to men-
tally retarded and other developinentally disabled persons. At the
same tiMe, they stimulate States to establish plans for:community and
regional programs for this population and minimize admissions to the
institutional residential facilities, while providing funds for alterna-
tive programs of dommunity care.

There have been many recent advances in the field of residential
services to developmentally disabled persons, including the establish-
ment of new modes of care such as the group home and the halfway
house. The committee anticipates that,progresS in this area will con-
tinue to occur, and that these standards are the beginning of a goal we

seektreatment and care of developmentally disabled individuals
which is,Inunane healthful, andappropriate.

Finally, the Committee believes that the Federal; Government has
an obligation to implement and *honor the commitinent to provide
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humane care and treatment to the instituaonalized mentally retarded ,

and other individuals with deyelopmental disabilities, and to de, ,
emphasize long-terra institutionalization. i,

SECTION- BY-SECTION ANALYSIS

Section 1.Provides that the short title of this legislation is the, ,
"Developmentally Disabled Assistance and Bill of Rights Act."

Section, R.Contains definitiOns taken from section 401 of Palle
LaiV 91-517, change's some definitions, and 'adds now ones. It adds as
new definitions: "State Planning Council", "Specific, learning dis-
ability,' "Institution of higher education," "Satellite center's" and
"Design for iinpleinentation' ; it rewrites the definitions on "deVelop-
mental disability" via ''poverty areas."'

Section 3 (Audit)_7-Requires eich recipient of a grant or contract
to keep appropriate records. It is similar to section 408 (a) and (b)
in existing Paw.

Section .4 (Advance Funding). Provides authority for funds to be
appropriated one year_prior to_the..fiscaLyear_to ..which..the4. apply

rind for siiiiathey are obligated. For the purpose of transition to the
-fOrward funding concept, the appropriations act for the first 3, ear may
contain funding for that' ear and the next succeedingfiscal year.

Section 5 (Employmentployment Handicapped Individuals).--This section
requires the Secretary to, insure that recipients of assistance under
this Act have affirmative action, for the, employment and advance-
ment of handicapped indiiiduals on the same basis as is require& under
the Rehabilitation Act of 197g for State agencies, rehabilitation
faCilities, and Federal contractors. ,

Section 6 (Recovery).Is the same as in existing law. The United '
States shall be entitled to recover an amount deterrsuned by a formula
if the facility is sold, transferred, 'or ceases, to be a TJAY or satellite
center,

Section 7 (Maintenance- of Efora.-- States that an application
must contain reasonable assurances that a grant will not result iu any
decrease in the level of State, local, and other non-Federal funds for
services to persons with developmental disabilities and training of
professional personnel.

TITLE IASS.ISTANCII FOR 'EBSONS WITH DRVELOPMPNTAL DISABILITIES

*ctzon 100 (Dectaration, of Purpose and Federa4 Share).Describes
iu general terms the goals of most of its provisions, including, de,
voloping and' implementing a comprehensive and, continuing State
plan; renovation and modernization of university-affiliated facilities
and opport, of demonstration, and training programs; development
of regional community programs; support of activities demonstrating
exemplary services to persons with developmental disabilities who are
especially' disadvantaged; technical assistance; traininf of specialized
perscainel; and- developing or demonstrathig new or links) ed tech-

tieS,' for delivery of-services to developmentally disabled persons.
ctionS (b), (c), and (d) concern Federal share. TA "Federal

share Under Parts A and B may not, exceed 70%, with the ex eptions
that projects of national si came and servicee to a poverty y area.
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under Part B may not exceed 90%..(Sbction 119(b) states that- the
Secretary may pay "part or all of the cost of special Projects".)
iThe non-Federal e may be in cash or in tind., Expenditure by
political ,tilltisions of a State ol by nonprofit private agencies,,
organization, and groups shall be considered expenditures by i State
or. mil,. ersity -affiliated facility for du.:?purpuse of ,determining 1Zedcral
share. .

In determining the amount of payment under Part A, there shall
be disregarded-. 0) any pbrtion of the costs of such renovation, or
modernizatiult financed 'by oilier Federal' Fula., (b) the amount of

4" any non,Fctie4.1. (wok pruN,ided under any ut her prmision of law;
and ke) the aumont of any nun-retleraf funds required to be expended
as a condition of receipt of such Fedefal funts. In determining the
tunonq of any State's.Federal share' of expenditures under Part B,
there shall be disregarded. (a) any portion of such expenditures
financed b3 other Federal funds, and (b) the amount of any yion-
Federal .funds tequired to be expended as a condition of receipt of
such Feder_ al funds.

Finally, pay ments may ,be made III advance, except that such
adjustments as may be necessary ,:hall be ma& on account of pre-
viously made underpayments or overpayments.

1
PART A

Section 101 (Renoration atad illothrnizatoat).:-Atitliories $6,500,000
for FY 1975 and a like amount fur the next four succeeding fiscal y ears
for modernization and tenoNation of L'AF's and .satellite centers, and
for utilization of existing building-, for satellite centers. Such int lerni-
zation and retoNiton must comply a ith Public Law 90 ISO, c tang
to arcliiteettiral barrieN

Sectioa 102 (Demonstrat;on, 7raeyaiiag, (mid Operational Grants).
'Authorizes grants to 1.711iNersity Affiliated Facilities to cover part o
the rust of administering and upertrting demonstration facilities and
interdisciplinary program ith empliasit. upon the ability
and commitment of slid': programs to provide services nut otherwise
available to persons with de\ elopmental disabilities in pnigranis of
community care as alternatives to such services being provided in
institutionalized settii.s. The grantee must submit a rally report no
later than six months alto the date of such grant on an assessment of
need for t multiunit) care services fur persons.with developthental dis-
abilities,in eat it State not now serf ed by the grantee in the goliertil
geographicaltilett the institution is located, and a feasibility
study of ways it, chit 11 grantees, singly ur together, can establish and
operate satellitb. centers in the melt. Grant; may also' be ntade ,to
LAII''s to cuter part ,of the costs of administering "and operating
satellite centers meeting the specifications developed' in the needs
assessment and feaasiblhty btuttlies. The antlicrization level fol. FY
1975 and each of the four succeeding fiscal' 3 ear is $25,000,000,
of which for FY 1975 tin amount its excess of $4,250,000 and less than
$4;05,000 k to le tis-eil to carry out the assessment did feasibility
Studies. (Subject to the availability of funds, t6 Secretary shiffl in-
clude in each grant ut

of
'amount -nut-in excess 01'825,000

nedessaty Ci.) pay all vf the cost of such a.4sessment and study.) Aftelr
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FY 1975, $4,250,000 .shall be available far the administration and
operation, of demonstration, facilities and interdisciplinary training
programs; of any amount in exc ss of this amount, 50% is to'be used,
for satellite centers.

Section 108 (Applications). elineates the assurances which each
application for a grant under Part A must contain, the, provision for
review and. comment by the State Planning Council and- the priority
goals -which applications must establish. An apPlication must be sup-
ported by reasonable assurances that (1) it is onsistent with the
apprpprjate State plan; (2) the facility will b, associated with a medi-
cal center or institution of higher education; the plans and specifi-

, cations are. in accord with regulations prcmutgated pursuant to this
AO; (4) title to the site for the project is or will be vested in the
State, or the agency or institution making the application or operating
the facility ; (5) the non - Federal share of renovation or modernization
will be available upon completion of the project; (6) the facility will
comply with standards pursuant to the Architectural Barriers Act of
1968 and with regulations of the Secretary of Labor relating to occu-
pational health and safety-- stp.ndards; and (7) any laborer or mechanic
employed by a contractor orsubcontractor must be paid wages'in con-

--farmanee with the Davis-Bacon Act, as amended. 'The State Planning
Council must review and comment on the application before the Secre-
tary can approve it. If the Council fails to complete its review and
comment within 30 clays after submission, the applicant may request
the Secretary to approve the application; and if the Secretary finds
that the Council's failure is "arbitrary, capricious, or unwarranled," he
may approve the application himself. Jf the Secretary finds otlFerviise,
he shall return the application to the Council for action. The priority
goals which the applicant must meet are. (1) deinstitutionalization
and development of community-bas.ecl,prozrams, (2) early screening,
diagnosis and evaluation of infants and preschool children, (3) coun-
seling, client program coordination, follow-along services,_ protective
services, and pe.onal advocacy for adults, and (4) normalization of
institutional life.

PART 13

Section 111: (Authorization of Appropriations).Au thorizes
$50,000,000 for FY 1975; 885,000,000 for Fl 1976; $95,000,000 for
FY 1977; $100,000,000 for FY 1978; and $110,000,000 for FY 1979,
plus such additional sums as Congress deems necessary, for grants fin
planning, provision of services, and construction and operation of
facilities for persons with developmental disabilities.

Section 112 (State Allotments).Entitles the States to allotments
based on (a) the population, (b) the extent of need for services and
facilities !or persons with developmental disabilities, and (c) the
financial need. The minimum allotment for the States is $200,000, the
minimum allotinentior the territories is $501000. No State shall receive
less than it received in FY 1974. The minimum is to be increased If
appropriations after FY 1975 exceed $5,0,000,000, the. percentage
increase is the same as the percent by which the appropriations of
that particular year exceeds the FY 1975 authorization of $50,000,000.
In determining the need for services andlfacilities, the Secretary shall
take into account the_scope and extent aservices specified in the State
plan.
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In addition, funds designated by a State as construction funds luring a
fiscal, year are to remain available to the State in the -following _fiscal
year. A State may ,apportion its allotments for services (but of for
construction) among more than one State agency in carrying o it the
State plan. 0.lso, States may ppel their allotments to Carry of out -co-
operative inrci-state,efrorts. 'Subsection (d) permits the

States
to

30-day-notice `given in -the Federal'Register.
transfer fundg,not used by one State to one or more other States aft7 a

I

Subsection- (e) continues the existing authority for projects of na-
tional significance, reserving up to 10% of the total apmopria.tion for
Part B. These grants shall, be made after consultation with the
National Advisory Council. The Federal share of such projects is
tained at 90%. Such ,projects shall include integrated service mode
projects; and dernonsaation projects to coordinate and utilize all avail-
able.community resources. All grants are to be made by;the Secretary'
)n accordance with policies used generally to administer grants '
Throughout the Department of Health, Education, and Welfare. \

., Section 113 (The National Council on Service and Facilities for the '

!Developmentally Disabled). Establishes a 25-member National Coun- '

cil, consisting of 9 designated members (Deputy Cornmissioner of '

/ the Bureau on Education for the Handicapped, the ,Commissioner
of the Rehabilitation Services Administration, the Administrator of
the Social and Rehabilitation Service, the Director of the National
Institute of Child Health and Human Development, the Director of
the National Institute of Neurological Disease and Stroke, the Director
of the National Institute Gf Mental Health, and three other representa-
tives of-the Department.of Health, Education, and Welfare) and 16
citizen members. Each member is appointed for a term of four years
unless he is appointed to fill a vacancy in which case be shall serve the
remainder of the term. All vacancies must be filled within 10 calendar
days of tke occurrence of-such-vacancies. .

The National' Council shall meet at least twice a year, shall engage
such technical, secretarial, clerical and other assistance as noc,led, and
shall: (1). advise the ecretary with respect to regdlations developed
pursuant to this Act (2) study and evaluate programs; (3) moni-
tor the development ind execution of title I; (4) review and advise
the Secretary regarding grants of national significance and the model
evaluation system; and (5) report annually directly to the Congress
on the efficiency of the administration of title L There is an authoriza-
tion of $1,00,000 for each -fiscal year of lhe bill for the Council.

Section 1114 (State Plans). Mandates that the State plans must
include-provisions to. (1) reduce and eventually eliminate inappropri-
ate -institutional placement; (2) improvt, the quality of care and
rehabilitation for those who must remain institutionalized; (3) provide
early screening, diagnosis and evaluation; (4) Provide counseling,_
client program coordination, follow-along services,,protective services,
and personal advocacy servicesfor adults; (5) support community pro-
grams as alternatives to institutionalization; (6) protect the human
rights of persons with developmental disabilities; and (7) provide fir
interdisciplinary intervention and training programs.

A State plan shall: (1) designate the State agency or agencies which
shall administer and supervise the administration of' the State, plan;
and designate the single State agency responlible for the administra-
tion of construction, renovation or modernizationion grants, (2) describe
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the quality, extent and scope of services being proi--ided, (3) describe
the quality, extent. and scope of services belly provided under other
Federal laws to developmentally disabled hides ideal, and show how
funds under this Part will be used to cc mplenient and augment stich
services; (4) provide, for the maximum utilization of all available
community services (including volunteers) with the proviso that
volunteer services shall supplement the services of paid employees;
(5) set forth policies and procedwes for the expenditure of funds;
(6) contain assurances that the funds will be used to make a significant

develop-
mental

toward strengthening. services for persons with 1 I

mental diSabilities, that the funds may be made available to, other
public or .nonprofit private agencies, institutions and urganizations,
that the funds will be used to supplement and increase the level of
funds otherwise available, and that there will be reasonable State
financial participation, (7) provide that services and facilities furnished
under the plan will be in adherence with standards prescribed by the
Secretary under title U of this Act, (S) provide such methods of
administration as are found to be necessary fur (sire proper and efficient
operation of the plan; (9) provide assurances -that the State Planning
Council is assigned adequate personnel to cam out its crudes, (10)

ovide assurance that the State Planning Council shall at least
annually review and evaluate the State plan, (11) provide that the
administering State agencies will keep such records.,as are necessary ;
(12) provide that special financial and technical as.sistance shall b2
given to urban or rural poverty areas, (13) describe the methods to
be used to assess -the effectiveness and accomplishments of the State
in meeting the needs of the developmentally disabled community,
(14) specify the maximum amount of and percentage of a State's
allotment which is to go to construction, modernization or renovation
(not more than 10% of the State's allotment), (15) provide rea-
sonable assurance that adequate financial support will be available
to complete the construction of, and to main Lin and operate, any
facility assisted by funds under this part, (1M outline (if' funds
are to be used for construction, renovation or model nizAtion) a pro-
gram which is (a) based on-a State-wide inveutoly of existing facili-
ties and survey of need; (b) its forth the re: !ivy ne«I for several
projects; (c) assigns priorities in the-order of reLdis e two!, taking
into account the requirement that such construction, titian or
modernization complies with standard, prescribol pursuant to the
Architectural Barriers Act, of 1908, (1-7) providi ()ppm Imlay for
a hearing to every applicant for a construction, renova!itui of modern-
ization project; (18) provides fur such accounting procedures its may
be necessary; (19) provides for the iniplenientati,ai of an evaluation
system similar to that developed at the national level Is i; bin :;() mouths
after the date of enactment of this Act, (20) provide., to the maxi-
mum extent feasible, an opportunity for prior ITN iV1 slid tth Wien t by
the State Planning Council of all State plans «ali ruin;. persons Is itli
developmental disabilities; (21) provides that per:soma! assigned to
the State Planning Council shall be responsible solely to the Council;
(22) provides that all relevant information concsining other prb-
grams relating to persons with fie\ elopment.,1 , i., available
to the State Planning Council, (23) provide,

i

fair aicl equitable arrange-
ments to protect the interests of employ ees afVeted by the State pin;
and (24) contains such additional infornmtion as is net essitry.
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The Seer-titan, may not &approve a State plan unless ho has pro-
vided reasonable notice and opportunity fur a hearing to the State.

Sect;ink, 11J kSta:( Rahnihy Cutthci0.Ehtablislies State Planning
. Council which is to serve as an advocate for persuns with develop-
mental disabilities. The Cutincil is to be appointed by the Governor
of each State.

The State Planning Council shall (1) develop and prepare the State
plan; (2) approve, monitor, and evaluate the implementation of the
State plan, k.3) establish priorities for the distribution of funds; (4)
review and comment on State plans in the State which concern
persons with developmental disabilities, and (5) submit t*.) the Secre-
tary, through the Governor, any- periodic reports the Secretary may
reasonably request.

At least 20% but no mure than 30% of the amount of the State's
allotment shall be ,used fur porsonneloassigned to the CounCil. The
membership shall include representatives of the principal State agen-
cies, local agencies, aid 11011g0101Maet'tal agencies and aroups con-
cerned w ith sect to parsons developmental 'clisabilities,
including a representative ut au institutioh of higher education receiv-
ing a grant. At,least one-third of the, membeiMeip must consist of
consumers of services, their parents ar guardians if they are notr
officers of an organi4ation or employees of an money which receives
funds under this Act.

The adnineistering State agency or avncies latest submit to the State
Planning Council for approval the design for implementation, includ-
ing a detailed plan for the disbursement of funds. Finally, the Secre-
tary. shall insure that each State Planning Council has access 'to all
other State plans relevant to the developmental disabilities program.

Section 116 OV;thholding of Paymeats),--States that if the Secre-
tary finds after reasonable Bootie e and opportunity for a hearing.:
(1) that any State agency or agencies are nut comply ing with the
provisions of the State plan or the regulations of the Secretary ; (2)
that any requirement set forth in an application under section 114
is not being or eanlict be (Allied out, or (3) that adequate funds are
not being provided annually fur the direct administration of the
State plan, he, nay notify the Slate council etn.1 State agency or
to-moles that payments are being withheld for any project affected

the action or inaction. Mantel er the State planning and advjsory
canna finds that a State agency administering funds is failidg to
comply with the deign fur implementation, the council skull notify
the Governor and the Secretary , who in turn may. provide notice,
conduct a hearing, and withhold payments.

Section 117 (Re1fulatiuns).--Direets the Secretary to promulgate
regulations fru/Alma to this At no later than 00'days following enact-
ment. The regulations may be As dived if the Secretary finds that they
would impede the implementation of a project which is consistent
with the (rotas of this legislation. The waivers are to be reviewed
aahually by the Sig ietaly and issued un a case-by -ease basis kind for a
specified period of time, but in nu case longer than 30 months, Renewal
of such waivers may be ';ranted only after a full evaluation of the full
impact of the waivers. The Secretary shall submit his justification for
a renewal of ssai erg to the appiopriate committees of Congress. In
addition, the Secretary shall pablish in the Federal Register the fact
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that a aver application has been submitted by a State, and he shall
not approve or disapprove this application in less than 60 nor more
than 90 days after the publication date.

Section 118 (Evaluation of Developmental Disabilities Services).
Mandates the development by the Secretary, in consultation with
the National Council, of (a) a design for a comprehensive system for
th evaluation of services for persons with developmental disabilities,
an (b) a time-phased plan for each State's implementation of a
nummal evaluation system by October 1, 1977. This plan will further
specify the phases leading., to the establishment (36 months after the
(late of enactment of this Act) of a comprehensive evaluation system
in each State.

The evaluation sy.;:tem shall be designed to (1) provide objective
meastiret of the progr :ss of persons with developmental disabilities;
(2) prpvide objective evaluation of living environments and associated
beryl* of persons with developmental disabilities; and (3) provide
specifig criteria to use as compliance levels for operating reSidential
and cohnnunity facilities and agencies.

Not later than February 1, 1977, the Secretary shad submit to the
Congye s a report on the evaluation system design, including an
estimat cf the ..gsts of developing and implementing the system.
The Se rotary mo, make grants to and enter into contracts with
pnblic and private icnprofit crganizations and individuals to conduct
fcasibiliti stun 74 to 1.,sist in developing the system; and $1,000,000
for each dt..the flical years 1976 and 1977 ark available for the purposes
of section- 118. \

Section. 119 (Grants for Special Projects for Services to Persons with
Developmental Disabilities). Authorizes $17,500,000 for FY 1975;
520,000,000 for FY 4976; $22,500,000 far FY 1977; $25,000,000
for FY 1978; and S27,500,000 for FY 1979 to pay part or all of the
cost of special projects and demonstrations. Such projects and demon
stratiortg- shall include, but

and
be limited to, parent counseling and

training, early screening and intervention, infant and pre-school pro-
grams, soihure control system, legal advocacy, community-based
counseling, care, lcausingy and other services and systems necessary to
maintain a..person With developkental disabilities in the community.
The Secretary mast insure__that any special projects are reviewed
and commented on by the appropriate State Planning Council.
Finally, any prujea or part thereof funded under this section shall
not be eligible for funding under section 304 of the Rehabilitation
Act, of 1973.

Section 1.20 (Repeal).Parts B and C of the Developmental Dis-
abilities Services and Facilities Construction Act are repealed 9-)
days after enactment of this Act.

TITLE nBILL OF RIGHTS FOR MENTALLY RETARDED AND OTHER
PERSONS WITH DEVELOPMENTAL DISABILITIES

Section 200 (Statement of Purpose). States the purpose of titlli
IIto establish standards to assure the humane care, treatment,
habilitation, and protection of mentally retarded and other persons
with developmental disabilities who are served by residential and
community facilities and agencies, to establish a method to assess
compliance with such standards, and to minimize inappropriate ad-

5 6 7
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missions to such facilities and agenLies, through establishment of assur-
ances that standards affecting health, safety, personal dignity, and
human and civil rights of persons with developmental disabilities are
being complied with by such facilities and agencies. This will be done
through the use of procedural criteria sot forth in part B and per-
formance criteria developed by the Secretary pursuant to section 210;
throagh.compliance with minimum standards set forth in section 215,
and through such additional criteria that the Council and the Secre-
tary may. deem necessary; or through compliance with standards set
fdrth with parts C and D.
Part AGeneral Provisions for Residential and Community Facilities

and Agencies Serving Mentally Retarded and Other Persons with
Developmental Disabilities

Section 201 (Definitions).Describes the meanings of the following
terms for the purposes of the title:

(1) Adaptivre behavior;
(2) Agency;
(3) Body image,-
(4) Person, disabled person, or disabled;
(5) Program coordinator;'
(6) Community;
(7) Cross-disciplinary approach;
"(8) Culturally normative;
(9) Family;
(10)- Generic services;
(11) Governing board, board of trustees, board of directors, or

board of governors;
(12) Governing body;;
(13) Guardian;
(14) Guardian of the person;
(15) Guardian of the property;
(16) Legal guardian;
(17) Natural guardian;
(18) Plenary guardian;
(19) Public guardian;
(20) Testimentary guaidian;
(21) Guardian ad litem;
(22) Indigenous leadership;
(23) . (A) Informed consent;

(B) Eiceptional cases;
(24)- Interdisciplinary approach;
(25) Multidisciplinary approach;
(26) Mappin g;
(27) Mental retardation;
(28) Mobile nonambulatory;
(29) Nonambulatory;
(30) Normalization principle;
(31 Orientation;
(32 Programi

4 (33 Residential facility;
(34) Service delivery system;
(35) Advocate;
(36) Ambulatory;
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(37) Chief executive officer;
(38) Developmental disability;
(39) Direct-care staff;
(40) Legal incompetence;
(41) Living unit;
(42) Nohiliobile;
(43): Public financial support programs;
(44) Resident;
(45) Resident-living;
(46) Rhythm of life;
(47) Sprrogate; and
'(48) Time out.

V

Section 202 (National Advisory Council on Standards for Residen-
tial and Community Facilities for Menially Retarded and Other Per-
sons with Developmental Disabilities).- -Provides for the establish-
ment of a 15-member National Advisory Council on Standards for
Residential and Community Facilities for Mentally Retarded and
Other Persons with Developmental Disabilities. Members will be se-
lected from public agencies providing services to developmentally dis-
abled persons and from professional and voluntary associations rep-
resenting such persons. At least one-third of the membership will be
consumers of services.

The Council will advise the Secretary on regulations implementing
standards, will study and evaluate such standards through site visits
and other methods to determine their effectiveness, and willassist the
Secretary in developing performance criteria to evaluate alternate
standards under Part B and section 121. k-

13ased upon its studies, evaluations, and other review mechanisms,
the Council will submit recommendations for changes or improvements
in standards under parts C and)D of the title to strengthen or upgrade
them.

Members of the Council will be compensated, and the section au-
.

thorizes -appropriation of such sums as may be necessary to carry out
the purposes of the section.

Section 208 (Assessing. Compliance with Standards). Subsection
(a) requires that a State, in determining whether a federally- assisted
facility or agency in its Jurisdiction is in compliance with standards
specified in this title, shall provide assurances to the Secretary within
one year after the date of enactment that each such facility or agency
has a plan for achieving compliance no later than 5 years after the
date of enactment and is pursuing program to comply with standards
in parts C and D, or meets requirements set 'forth in part 13.

In further demonstrating compliance, each State shall submit a plan
based on the combined plans of all such facilities and agencies setting
forth detailed procedures for compliance and under which the State
agrees to meet provisions for reviews as may be required.

Section 203(b)'provides that each State plan shall
(1) Provide a detailed analysis of steps each facility or agency will

take to comply with part B, or parts C and D;
(2) Set, forth a detailed schedul6 for compliance with such stand-

ards based on the analysis submitted pursuant to clause (1);
(3) Demonstrate the need for continuing residential services and

provide detailed ipsurances that residential facilities for individuals
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Nvith developmental disabilities will complement and augment rather
than duplicate ur replace other community- services and facilities for
such individuals which meet the requirements of the title;

(4) Designate a single State agency to oversee compliance;
(5) Provide that such State plan has been submitted to the State

phfnning council, established under section 115 of the Act for review
and comment and has been found to be in conformance with the State
plan required under section 114(b);

(6) Set forth a schedule of costs to achieve compliance under pat t
B or parts C and D.;

(7) Demonstrate procedures adopted by the State to assure that
primary emphasis be given to placing each individual in the least
restrictive program and living environment conanensurate with indi-
vidual capabilities and needs, and that any- assistance available under
State or Federal law under which services are provided to persons
with developmental disabilities will be utilized to foster cat tying. out
such procedures;

(8) Set forth the detailed performance criteria to be used in assess-
ing the quality of services, provided that such criteria conform to

. those under section 210; .

(9) Provide an explanation of the sy-stem to be used for gathering,
analyzing, and interpreting information and data for compliance

.

review; and
(10) Provide assurances that all subjecthe judgments ,concerning

quality of services rendered will be made by qualified individuals nut
employed by, ur financially obligated to, the agency responsible for
operating the programs.

Section 203(c) provides for approval of plans which set forth a
reasonable time subject to section 206. for LOnipliaiice and provides
that plans will not be disapproved without reasonable notice and
opportunity for a.hearing.

Section 203(d) requires each State to ,enter an agreement with the
Secretary under which the designated State agency will be utilized to
determine whether a facility or agency is in compliance w ith standards
tinder part B or parts C and D, such determination to be made on the
basis of onsite surveys by the State agency. Any such State agency
may furnish to the facilities and agencies such specialized consultation
services needed to meet established standards. Thu Secretary will make
public the findings of each surveS- «itldtt 90 days of completion.

In order to assure compliance with standards under part 13 ur parts
C and D and the performance criteria under section 210, the Sect elan-
shall conduct a compliance Jun ty of facilities and agonue. Ili thin each
State to determine accuruc'.3.- of informatiun and data submitted.

Each year the Secretary must submit an annual report to appropri-
ate Congressional committees summarizing minibus and t\ pes
of facilities and meni,,ies found in conitliance and nut in compliance
with standards under part B or parts C and 1), seasons for noncom-
pliance and steps being taken to scut e compliance, finding of alida-
don surveys, numbers and ty pes of facilities and agencies found to be
ineligible for Federal assistance because of failure_ to comply with
standards, and recommendations for alterations in the compliance
review system and supporting o idence for such alterations or change,

Section 204 Grants To .16sist Cornpliana.- Authorizes appropriations
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of'such sum as may be necessary for grants to assist States in bringing
publicly operated and Federally assisted residential or community
facilities and agencies .into compliance with standards established

,under the title. A State applying for such a grant must pro'vide
detailed information which shows how such grant will assist in meeting
the standards. The tdtal'of the grants for any project may not exceed
75 percent of the necessary cost as, determined' by the Secretary.
PaYments of. grants shall be made in advance or by way of reimburser
nient; and on such conditions as, the Secretary may determine.

Section 205 ,(Maintenpice of Effort).Provides.for maintenance of
effort by the States, that paythents to any facility under the grants
will not result in any decrease in per capita State and local expendi7
tuee for services for developmentally disabled individuals which
would otherwise be available to such facility. The Section provides
for an annual report to Congressional committees summarizing
maintenance of effort by States andlacilities.

Section ROC Withholdirig of Giants.--,Provides that after December
31, 1979, no residential facility or .program of community care for
developmentally disabled individuals shall be eligible for payments
directly or indirectly under any Federal law unless such facility meets
standards under part C or D oit has demonstrated fora reasonable
p ctatitTias actively implemented, requirements of part 13'.

The section provides that any funds.to which a person would other.
wise be entitled to have paid on his behalf to a residential facility,or
program of community care will be reserved for him and administered
by the. Social Security Administration in the same manner as benefits
under title II of the Social,Sectirity Act would, be administered on his
beh If if he were entitled to them. .

team 207 Evaluation and Performance Crit;ria.---Directs.the Sec-
retary, in consultation with the National Advisory Council to develop
and transmit to Congress within 18 month's after enactment an evalu-
ation system and plan for implementation designed to: assess the ade-
quacy of all education and traming,,habilitation, rehabilitation, early
childhood, diagnostit and evaluation services, or any other services,or
.assistance under all laws administered by the Secretary, and develop
specific criteria. 'designed to provide objective measurement of the
developmental progress of a developmentally, disabled individual, to
be utilized liY ag,enciekand facilities to evaluate effectiveness of services
provided.

In developing this evaluation system, the secretary must insure that
it is consumer oriented andis designed to,,

(1) EValnate the effects of services on the lives of .consumers, using
information and data obtained from individualized written habilita-
tion plans as required under section 211,

(2), Evaluate overall impact. of State and local programs for the
"developmentally diealiled, .

(3)'Provide and evaluate the cost-benefit ratios of 'particular serve
ice alternatives, and .

(4) Provide; that evaluation of program quality shall be performed
by individuals not directly involvedirk the.delivery of such services.te
,the program.being evaluated.

This section aut,horiies appropriations o Ani Loa each or fiscal$1. '11' hi
year'167r and the Sueeeeding.liscal yearlor grants and contracts for
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.feasibility studies to assist in developing the evaluation system, except
that .such grant or contract shall not be entered into with groups or
individuals who are directly related the program being evaluated.
Part BAtternate Criteria foe' Compliance in Lieu of Standards for

Residentkil and Community Facilities and Agencies
Siction 210 (Performance Oriteria).,,Directs the Secretary to

..specify, detailed performance criteria for measuring and evaluating
,developmental progress of it developmentally disabled person who is
receiving direct service in a-residential or community based facility or
agency and minimum compliance levels for such criteria to be applica-
ble to such facilities and agencies. -Such performance criteria shall be
developed pursuant to section 203 and be considered, along with mini-
-mum compliance levels, as requiredstandards under this part.

Prior to approving any compliance ,plan submitted under section
203, the Secretary shall obtain adequate assurance of compliance with
the performance criteria developed under such section.

Section 211 (indfoidualized Written Habilitation Plan).Subsec
tion (a) directs the Secretary to insure" that an individualized written
habilitation plan is developed and modified at frequent intervals on
behalf of each person Who is in a facility or agency ,for which stand-
ards have been established under the Act or under any other federally
assisted State or local program specified by the Secretary.

Subsection (b) directs that each individualized plan shall be devel-
oped jointly by the facility or agency responsible for delivery or co-
ordination of delivery of services to the person and the developmen-
tally disabled person(or, where appropriate, his parents or guardians).
In any case in which such person. is receiving services from two or more
agencies, the agency primarily responsible for delivery of services will
also be responsible for insuring that, all services are part of the indi-
vidualized plan.-

Subsection (c) provides that each individualized plan shall be re-
viewed at least annually by the "primarily responsible" agency, at
which time the person, or his parents or guardians, will have the oppor-
tunity to review it and jointly redevelop its terms. Such plan shall
include but not be limited to (1) a statement of "long -term goals for
the person and intermediate objectives related to attainment of such
goals, (2) a statement of specific services to be provided, (3) projected
'date for the initiation and anticipated duration of each 'service, and
(4) objective criteria and evaluation procedure and schedule for deter-
mining whether such objectives and goals are being achieved.

Subsection (d) lists the basic criteria that each individualized plan
shall conform to:

(1) The initial plan shall be developed upon a perion's application
for service;

(2) The plan shall reflect use of assessment data in at least the fol-
lowing areas of developmentsensor-motor, communicative, social,
affective, and cognitive;

(3) The objectives of the plan shall be developed with the participa-
tion of the person, his family or guardian,. all relevant agency staff
members, and staff of other involved agencies;
' (4) Objectives of the Plan shall be stated separs.tely, started in

sequence with specific time periods, and expressed in behavioral terms
that prcivide measurable indices of progress;
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(5) The plan shall describe conditions, activities, or barriers inler-
tering with achievement of objectives;

(6) The plan shall specify modes 1 intervention for achievement of
stated objectives;

'(7) The plan shall identify agencies delivering services required;
(8) The plan shall-identify a designated focus OT responsibility for

using and coordinating services provided by different practitioners
or agencies; .

(9) The plan shall include a specification of proposed day-to-day
training activities designed- to assist in attaining objectives;

(10) -The plan shall be written in functional terms understandable
to the person, or parerfts or guardians;

(11) The plan shall be reviewed at least quarterly to measure
progress, modify objectives as necessary, determine needed services,
and provide guidance and remediation techniques to modify bai.iers
to ,growth; and

(2) ,The plan shall include a written agreement specifying role,and
objjectives of each party to the implementation of the individualized
written habilitationplan.

Subsection (e) directs the Secretary to insure that, in developing
and carrying out each plan, primary emphasis will be given to placing
the person in the least restrictive program and living environment
commensurate with his capabilities and needs.

Subsection (f) directs the Secretary to specify detailed performance
criteria for measuring and evaluating developmental progress of de-
velopmentally disabled persons attained through the use of such
individualized

Section 212 Program Coordination.Subsection (a) provides that
each person served b3 an agency shall be assigned a program coordi-
nator responsible for unplementing the person's individual plan. The
-cooldinator's services shall be terminated only when responsibility_
for service has been assumed by another agency-,_ at which time a new
.cobrdinator shall be assigned.

Subsection (b) directs each agency to insure that
(1) The person or his family participate in selection of the co-

-ordinator and the coordinator shall be identified to the person, his
family and apprdpriate staff members;,

(2) The coordinator shall attend to the total spectrum of the per-
son's needs, and shall determine whether the person's needs are being
met and how;

(3) The coordinator shall proyide supportive services to the person
and his family;! 7(4) To keep the individual plan up to date, the coordinator shall
secure relevant data from other agencies providing service;

(5) The coordinator shall provide documentation relevant to the
review of the-individual plan; and

(6) The coordinator, or another agency-staff member, shall assist
the person, or his family or guardian, in planning for and securing
living arrangements adapted to the person's needs.

Section 213 Protective and Personal Advocacy.Subsection (a)
directs the Secretary to insure that a system of protective and per-
sonal adVocacy is established ia. each State-to monitor programs and
services and pratt.rtt the human and legal riglits of each person served
by facilities or programs within the State.
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Subsection (b) directs the Secretary to insure that for each such
system an agency or entity is designatcd, which is indepoiLdent of any
service-providing agency is capable of pros Ming protecti\ e and per-
sonal advocacy- services, and shall be respurisible for monitoring and
auditing the nalisidualihed progiams of persons to insure that they
receivt all benefits, services, and jights that they ate entitled to under
any law or program..

Subsection (c) requires each such slcstetti to include an independent
, entity with the authority tojeccise all.complaiutsliegarding lnfl inge-

ment of rights, denial of benefits, or failure to pros ide necessary serv-
ices. Each such entity will have the power to render decisio-Nsxespect"-
ing complaints, such decisions to be final and binding. Prior to is-
suance of any order or decision, any affected party may n quest a
hearing, to be held within 60 days of the receipt of complaint, and
such order ur decision to be mall:red within GO I s after the hear-
ino. is concluded. Such cadet. ur decisions is subject to appropriate judi-
cial review. _

Section 214 (Record ;Requirements). Requires residential and.com2
munity facilities and agencies to keep such records appropriate to
evaluate the effectis cues:" of perfounance and compliance with the
provisions of this part.

Each facility and agency shall identify- the number of develop-
mentailly disabled persons rejected for services by the facility or
agency, and the reasons for each such rejection, arid report such in-
formation every. 6 months to the Secretary and the State.

Section 215 (Minimum Standards. for Use with the Alternate Pro-
cedurd.Provides that each residential and tonmankity facility and
agency choosing to use the alternate procedures of this part in lieu of
compliance with parts C and D must comply with the following
minimum standards to insure

(1) That close relatives be permitted to visit a person at any rea-
sonable hour and without prior notice pros ided that privacy and
rights of other residents and persons are not infringed.

(2), Implementation of advocacy for all residents and persons;
(3) That no individual whose needs cannot be met by the residential

facility-or agency shall be admitted to it ;
(4) That the,nurnber of persons admitted usresidetst...-er persons t9

the facility or agency shall not exceed its rated capacity uAad pros laiuus
tor. adequate programing;

(5) That there is a regular joint resiew of the status of each resit:ea'
or person by all relevant personnel, including those in the living-
unit with program recommendations fut implementation,. including.
consideration of advisability of continued. residence ar.,1 alternative
programs,. and at the time of the resident's attained majority, or if Ile
becomes emancipated prior thereto, his need to remain m the facility,
his need :or guardianship, And the pi utecticu of his civil and legal
rights;

(6) That mistreatment'of residents and persons shall be strictly pro
hibited, that any such mistreatment, shall be repot teal inunediately bV
the facility or agency to the State, that all such incidents shall be in-
vestigated through an established procedure consistent. with dud
process, the results to berepurted to the chief eXecutive officerwithin
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24 hours, and appropriate sanctions when such allegations are sub-
stantiated; ,..,

persons(7) That living unit personnel shall train residents and persons hi
daily living activities and in the developmant of self-help and social

,.. skills;
(8) That living unit persontiel shall be responsible' for development

and maintenance of A warm, family or home-like environment conc.
dudive to achievement of optimal developirient;

(9) That 'the rhythm of life in the living unit shall. resemble. the
cultural norm of the resident's or person's nonratarded or nondevelop-
mentally disabled age peers,. unless a departure is justified on the,.basis
of maximizing human qualities; ..

(10) That residents and,Persons ;hall be assigned responsibilities in
the- living unit commensurate with interests, abilities, and develop-
mental pans, to.enhance self-respect and to develop skills of inde.pend.
ent living , and that multiple-handicapped and nonambulatoryresidentsliving,
shall spend a major portion of the waking-day out of bed, a portion
of the day out of bedroom areas, andhave planned daily 'activity, and
exercise periods;
7(11) That residents and persons shall be._provided with systematic

training to develop appj'oprlate eating skills using adaptive equipment
when appropriate;

(12) That, in accordance with the normalizationprinciple,-allpro!,
fessional services, to mentaltyyetarcled and.others with developmental
disabilities shallwhere feasihle, be providedin-the coramimity,, rather
than in tha,residential facility, and where provided in such a facility,
such. services, must be at leirt comparable to those provided in 'the
community; .

.. (13) The.t educational services shall, be available to all residents and
persons regardless of .Ape; retardation, or other disabilitiei, and. for
residents or,persrAis of legal school age, the State shall insure that the
State educational agency provides educational servicias equivalent, to
those provided in the nonlu ,

(14) That special attention shall be given those residents and. per-
sons who without active intervention, are at the risk of further loss of

Ifunction, including . .. . .

(A) Early diagnosislof disease;
(M Prompt treatment in early stages;
(C) Limitation of disability by arresting disease process;
(D) Prevention of Omplications and sequelae; and
(E) Rehabilitation ,iervices to raise the resident or person to

his (greatest possible lopl of function in spite of handicap, by maxi-
. inizing the use of existing-capabilities.

. .

(15) That the civihrights of all residents be.,assured;
(1G) That physical and mechanical restraint be employed only in

accordance with written pu icy and never as punishment or substitute
for a program; ......- , 1

(17) That chemical restrriint not be used excessively, as punishment,
or as a substituta for a program; .

(18) That a nourishing, well-balanced.,diet shall be provided all \
residents; . .' .
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(18) That ,medical and dental services shall be provided to all
residents;

(20) That adequate fire.and safety standards be met;
(21) That paint used in facilities be lead free; and
(22) That there shall be adequate sanitation and waste disposal.

Part CStandards for Residential Facilities for Mentally Retarded
and Other Persons With Developmental Disabilities
Chapter IAda tinistratice Policies and-Practices

The first subchapter of Chapter I (sections 220 through 223) de-
scribes the standards for the philosophy tinder which a residential

-facility should overrate, and the standaMs under which such a facility
should be located and operated. These standards stress the fostering of
humanization of mentally retarde&residents and the importance of
providing as normal an atmosphere as possible. The standards de-
emphasize the-use-of institutional terms in (leafing with the retarded
and their problems. Under these standards, there itetitiialqili-ty
will be integrated into the community and the enerai population as
much as possible. The residents will use community resources such as
schools, religions Iacilities, medical and other 'professional services,
recreation facilities, stores, and employment facilities as extensively
as possible. *day will be designed and operated to help residents
to move from structured, dehumanized, institutional living-10 a less
structured, m ' individualized, and independent life. Facilities will
emphasize grou ngs of program and residential units &Signed to
meet residente eeds and integratedinto, instead of segregated from,
community lifq:

The second subchapter of Chapter I (sections 224 through 232) out-
lines general policies and practices under which a residential facility
shall operate. It-requires a facility to have generally available a written
outline of the philosophy, objectives, and goals it is striving to achieve.
The facility will also have a manual of policies and procedures describ-
ing what it is doing to achieve its objectives and goals. In addition,
A. statement of policies and procedures concerning the rights of
.residents will/ be required.

The facility.is required to 'have a statement of policies and proce-
dures that protect the financial interests of residents, manuals describ-
ing procedures in the major operating units of the facility, summary
of laws and regulations relevant to mental rotmdation and to the
function of the facility, and a plan for a continuing management
audit.

Public facilities will have documents describing their statutory basis
-of existence and the administration of the governmental department
in which they operate. Private facilities will have documentation,
including charters, constitutions and bylaws, and State licenses-

This lubchapter describes the gentra, l duties of the governing t O-dy

of a facility and the responsibilities Of the chief executive officer and
other persons responsible for the operation of the facility.

The subchapter also describes the general overall management,
organization, and adininistritToriof the facility, including such matter~
as delegation of authority and, responsibility, decisionmaking, proper
utilization of staff,. and effective channels of communication. There
Will be a plan for iMprovement of staff and services.

/
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